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Intellectual disability (ID) is associated with limitations in cognitive, practical and adaptive 
functions. Individualised supports therefore enhance functioning for people with ID. Families 
often manage supports for their ID members alone. If not supported, the family quality of life 
(FQOL) is affected, which also affects the quality of life of the disabled member. FQOL 
therefore is an outcome measure for support services and strategies. In Kenya, FQOL and 
supports of families with individuals with ID is not known. This study’s purpose was to 
understand the FQOL of people with ID and their families and their support needs.  The 
methodology used was a qualitative design, exploring perceptions of 7 people with mild ID and 
8 caregivers on FQOL and support needs through interviews and 2 focus group discussions 
(FGDs). The Beach Centre Family Quality of Life Conversation Guide was used and piloted 
with 2 people with ID and 2 caregivers. It was adapted by simplifying the questions for people 
with ID and translated into Swahili. The study had emancipatory approaches with 2 people with 
ID and 1 caregiver as research assistants. 10 participants were identified through special schools 
and a village elder from each zone namely Nyahururu, Kinamba, Ol’ngarua and Mailoinya in 
Laikipia County. 2 participants for each category were selected through random sampling. 
Informed consent was received from all participants and caregivers of people with ID. Ethical 
approval was granted by the Human Research Ethics Committee of the University of Cape Town 
and a research permit granted by the Kenya National Commission of Science, Technology and 
Innovation. Data was collected and recorded on a mobile device. Identification codes were used 
to protect anonymity. Verbatim data was transcribed and checked by participants in FGDs. 
Confirmed data was translated into English and deductive and inductive analysis was done 
using Dedoose version 7.5.15. Similar data from the 5 domains in the Beach Centre FQOL 
Conversation Guide was coded together to develop the theme (community supports). Findings- 
FQOL in Kenya can be described through family interaction, parenting, emotional wellbeing, 
disability-related supports, physical/material wellbeing and community supports. Poverty, rights 
of people with ID and cultural constructions of disability can inform disability-related services, 
government policies and guidelines. Study limitations: The findings are representative of 
support needs for families of people with mild ID. The study gathered perspectives of people 
with ID and caregivers, and hence more views could be gathered from other family members. 
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1 CHAPTER 1: INTRODUCTION 
1.1 Intellectual disability in Kenya 
Globally it is estimated that 10.4/1000 children and young adults have intellectual disability (ID). 
The majority of them hail from low- and middle-income countries (Maulik, Mascarenhas, 
Mathers, Dua, & Saxena, 2011).  Currently, there are no statistics about how many people have 
ID in Kenya, however, the Kenya Society for the Mentally Handicapped (KSMH) estimates that 
3.6 million Kenyans have some form of ID and/or mental health condition (KSMH, 2014). The 
estimate combines both people with ID and those with mental health issues and illustrates the 
generally poor understanding of ID relative to mental health. As such, planning intervention is 
poorly established in the country.  
1.2 Family experiences 
Disability is a highly stigmatised issue in most Kenyan communities. People with ID are often 
isolated from mainstream society. Families of people with ID often get excluded from extended 
family relations. A case scenario is in Laikipia County where I grew up and worked with 
disabled people and their families. Laikipia is 200km North of Nairobi the capital of Kenya. It is 
a rural and remote area and majority of the families were materially poor. In Laikipia, the 
struggle with stigma and supports for members with ID was visible, and in some instances, 
families abandoned care of their members.  Families also often broke up on the account of 
having a child with disability. Most of the time, mothers were left alone to care for the disabled 
children. It was common to find people with ID strolling alone in the community, borrowing 
food or seeking company. Most of the time they were hardly well-groomed and there was 
evidence of neglect, such as being malnourished, poorly dressed, poor hygiene, and this 
contributed to further isolation from community members. Cases of sexual abuse and violence 
were rampant, often owing to gullibility (being used to participate in crime) of people with ID.  
1.3 My experience working with people with intellectual and developmental disorders in 
Kenya 
For 12 years I worked with people with disabilities and their families in parts of Nyandarua and 
Laikipia districts in Kenya. This experience exposed me particularly to the reality of the 
challenges faced by people with ID and their families in their day-to-day lives. The programme 
that I worked for offered supports with physiotherapy, education and vocational training to 
people with intellectual and other developmental impairments. There were very few special units 
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in schools. Most of the time, a class comprised of individuals with different impairments and one 
teacher to manage the class. The diversity of special needs in a class necessitated that a teacher 
concentrated more on providing basic reading and writing skills and activities of daily living. 
The children and young adults did not receive formal education and the time in classrooms was 
spent learning the alphabet, singing or counting. It did not matter the level of impairment or 
abilities one had.  In my opinion, this affected the quality of education for individuals with 
intellectual and developmental disabilities as well as their educational outcomes which in turn 
had an influence on their quality of life. The schools would have two or three support staff who 
were poorly paid (approximately 30 US dollars per month) and were tasked with all the needs 
children with disability required, such as cooking, feeding, bathing, laundry, cleaning, 
accompanying to the hospital, and any social support required by the disabled children in school. 
What I observed is that teachers also ended up providing caretaking responsibilities as it was not 
humanly possible for the support workers to provide all the required supports. I also observed 
that people with ID neither got employed after school nor did the majority of them go for 
training towards a specific job, as they were mostly viewed as incapable of learning and working 
by community members.  
1.4  A different experience living with people with intellectual disability in Kenya 
After 12 years of working in the community with disabled people and challenged by the 
seemingly vulnerable situation of people with ID and their families, the organisation I worked 
for decided to start a L’Arche community. L’Arche is an international federation of communities 
around the world that welcome people with and without ID to share life in small family-like 
setups. The mission of L’Arche is to make known the gifts of people with ID by empowering 
them within their communities. This is done through promoting a culture of responding to the 
different needs of intellectually disabled members while also recognising their contribution in 
enhancing integral human growth (L’Arche Internationale, 2016).   
As at 2015, L’Arche in Nyahururu had welcomed 20 people with ID who lived with their 
families to participate in day programmes and 10 people with ID who were welcomed into two 
L’Arche homes where they shared in daily life with assistants who supported them with various 
needs (L’Arche Kenya & St Martin Communities, 2014). I lived in this community for eight 
years and the experience gave me a different perspective of intellectually disabled persons and 
conviction regarding the benefits of supports and relationships in improving their quality of life. 
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In L’Arche, we carried out daily activities together with people with ID in the house and 
supported them to work in sheltered workshops and the community. Special focus was given to 
facilitating having choices, being respected, autonomy, participating in community activities and 
events, self-representation, and mutual relationships integrated within activities of daily living. A 
lot of advocacy was done in the churches, schools and community to have the disabled members 
integrate and to change negative perceptions of disability within society. The members with ID 
developed meaningful relationships with other members of society, became happier and had 
increased self-esteem. The transformation in the lives of the individuals with ID had a positive 
impact on the way community members viewed people with ID when they were given the right 
supports (L’Arche Kenya & St Martin Communities, 2014).  
I was aware that there were many people with ID still living in deprivation, without opportunities 
for them to live their full potential, notwithstanding how their families struggled alone without 
supports. The isolated struggle of families and individuals with ID who desired a decent life, 
recognition as full members of society and belonging led to consideration of conducting this 
study with an aim to discovering with families collectively what could lead to a more fulfilling 
life.  
1.5  The meaning and importance of the supports paradigm in intellectual disability 
The focus of this study was around supports for people with ID and their families because of all 
the difference it makes in their quality of life. Support in its literal sense means to offer 
assistance, encouragement or approval. In the context of supports for people with ID, it is 
considered to mean active involvement and concern for success in living lives fully and 
achieving personal independence as much as possible (Thompson et al., 2009). For people with 
ID, supports have been seen to improve their functioning (Schalock, Luckasson, & Shogren, 
2007). The supports paradigm has extended the conceptualisation of ID as limitations in 
conceptual, practical and adaptive skills which supports mitigate. Supports have people with ID 
to gain milestones in self-determination, work, equal opportunities, relief for families and have 
counted in enhancement of individual and family quality of life (FQOL). FQOL measures 
therefore have been lauded as good indicators of support outcomes (Schalock et al., 2007; 
Thompson et al., 2009; Luckasson & Schalock, 2013).    
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Apart from the benefits of providing individualised supports, understanding supports for people 
with ID has contributed to a greater understanding of the construct of ID. Rather than looking at 
ID as an individual problem that needs to be fixed (intervening at the biological level),  the 
supports construct has shifted the understanding to the contextual and environmental factors 
(social, cultural, economic, political and physical factors) that contribute to the disability 
experience hence requiring to be acted on (WHO, 2001). This has contributed to the redefinition 
of ID to include aspects of adaptive behaviour which were not initially considered on an equal 
basis with intelligence quotients (Luckasson & Schalock, 2013). 
Supports for people with ID and their families is not common practice in Kenya. There is an 
underlying assumption that people with ID should just fit into daily activities like any other 
person. This becomes a challenge for people with ID who cannot compete on an even footing 
with other societal members without supports. There is also little attention to the plight of people 
with ID and their families due to silence around advocacy. Limited knowledge around the 
essence of supports for people with ID and their families in Kenya forms the basis of this study 
to determine what their FQOL is and the supports they require for their wellbeing.  
1.6 Measuring family quality of life 
The most common FQOL measures being used in the field of ID are the Family Quality of Life 
survey (FQOLS-2006) developed by (Isaacs et al., 2007) and the Beach Centre FQOL scale 
developed by the Beach Centre on Disability (Park et al., 2003; Poston et al., 2003; Hoffman, 
Marquis, Poston, Summers, & Turnbull, 2006). FQOLS-2006 has 54 items which have two 
qualitative measures (attainment and satisfaction) and four quantitative measures (importance, 
opportunities, initiative and stability). FQOLS-2006 measures nine domains: health of family, 
financial wellbeing, family relationships, support from others, support from disability services, 
influence of values, careers and preparing for careers, leisure, and community involvement.  
The Beach Centre FQOL has 25 items which measure satisfaction and priority of supports in five 
domains of family interaction, parenting, emotional wellbeing, physical/material conditions, and 
disability-related supports. The Beach Centre FQOL is the preferred measure for this study 
because it has a qualitative approach and is easier to use with participants who have ID. It has 
mainly been used in developed countries, and in Africa, it was validated for use in the 
Democratic Republic of Congo (Aldersey Francis, Haines, & Chiu, 2017).   
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1.7 Significance of the study 
Little is known about FQOL in families of people with ID in low-income countries. Services and 
support interventions are not available and generally there is a poor understanding of the ID 
construct (Mercier, Saxena, Lecomte, Cumbrera, & Harnois, 2008). What is apparent is that 
operationalising supports for people with ID and families in developed countries has contributed 
to improved FQOL but has also led to a better understanding of ID. People with ID have 
experienced disability to a greater or lesser degree depending on the supports they received 
(Luckasson & Schalock, 2013). Focussing on supports has shifted the perception of treating 
cognitive limitations as the main issue to be fixed in people with ID to environmental and 
contextual factors that need to be fixed for their development. This development is consistent 
with the social model of disability which views disability as not inherent in the individual but as 
also influenced by determinants external to the individual (Thompson et al., 2009). 
Understanding support needs for people with ID and families in Kenya can improve the 
conceptualisation of ID in the country, contribute to dissipating the negative meanings attributed 
to people with ID and their families, as well as improve the quality of lives of families of 
individuals with ID. By understanding support needs, existing formal and informal support 
structures can be strengthened to ensure stability and bridge the gap of inequality that exists in 
the lives of people with ID in Kenya. FQOL and knowledge of required supports can contribute 
to policy development in Kenya to ensure that people with ID and their families receive supports, 
and that sufficient resources are allocated by government and civil societies to safeguard their 
wellbeing.  
1.8 Purpose of study 
The purpose of this study is to contribute to the understanding of FQOL of families of people 
with ID in Kenya and their support needs.  
1.9 Aim of study 
The aim of this research is to explore perceptions of individuals with ID and their caregivers 
regarding their FQOL in Kenya as well as identifying their support needs.  
1.10 Research questions 




2. What are the perceived support needs of people with ID and their parents/caregivers in 
Nyahururu? 
1.11 Study objectives 
1. To describe the FQOL of people with ID and their parents/caregivers in Nyahururu. 
2. To establish the support needs for people with ID and their parents/caregivers in 
Nyahururu 
1.12 Overview of thesis 
This thesis is divided into 6 chapters: introduction, literature review, methodology, data analysis, 
discussion and recommendations. Chapter 2 is a discussion of the theoretical framework of this 
study which gives an understanding of the construct of ID and the way it relates to FQOL, and 
the supports paradigm and its relation to an ethics of care. These concepts are discussed as 
informed by literature on the role of supports for people with ID and their families. It details the 
FQOL experiences of family members and individuals with ID mainly from a global perspective 
as there are few studies around the same topic carried out from low-income countries.  
Chapter 3 is an elaborate description of the qualitative nature of the study methodology 
incorporating emancipatory methods by having individuals with ID and caregivers as co-
researchers and participants. This method was chosen to give weight to findings of this study and 
give voice particularly to participants themselves, as well as to empower the study participants 
during the research process. All the study processes are discussed in the chapter, including 
ethical considerations and approvals.  
Chapter 4 is an inductive and deductive analysis of the views of caregivers and people with ID 
regarding their FQOL. The FQOL themes and sub-themes are presented. Expressed support 
needs by people with ID and caregivers are also presented. 
Chapter 5 is a discussion of the outcomes of the study as the main FQOL domains from the 
Kenyan context. The findings are consistent with the FQOL domains in the Beach Centre FQOL, 
and community supports and cultural values were seen to further contribute to FQOL in Kenya. 
The discussion is an integration of participants’ views of FQOL and supports with disability 
theories, cultural understanding and knowledge from the paradigm of FQOL in ID from 
literature. What becomes apparent in the Kenyan setting is that the community has a role to play 
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in determining the FQOL manifested in culture and traditions. These factors are a traditional 
ethic of ubuntu and may go a long way to emancipating people with ID and their families in 
society, but some cultural beliefs detract from this. This finding highlights the need to advocate 
for harnessing the positive cultural and community values of ubuntu and an ethics of care in 
support for people with ID and their families which in the long run can be sustainable ways of 
providing supports in low and middle-income settings. 
Chapter 6 is a presentation of recommendations for support systems and strategies by individuals 
with ID and caregivers. Due to the inequality people with ID face in the community, further 




2 CHAPTER 2: LITERATURE REVIEW 
 
2.1 Introduction 
The aim of this research was to investigate the family quality of life (FQOL) of people with 
intellectual disability (ID) and their families in Kenya in order to establish their needs for 
supports. This chapter is an exploration of the global and local understanding of the ID construct, 
individual and FQOL and the supports paradigm in the field of intellectual and developmental 
disorders. The theoretical framework is based on an understanding of ID which recognises the 
role played by supports to reduce the disability experience. Supports are informed by individual 
and FQOL. Supports which improve functioning have a relationship with ethics of care. Ethics of 
care ensures dignity is accorded to individuals with ID and their families in the process of 
providing supports. The way culture understands ID and supports determines the attitude 
communities uphold and has an influence on the FQOL. These constructs are discussed in detail 
below.  
2.2 Literature search 
A search of the literature was done on Ebscohost, JSTOR, Scopus and Science Direct databases 
which were accessed through the University of Cape Town libraries as well as from 
bibliographies in some articles. Different searches were done using the keywords “intellectual 
disability and quality of life”, “intellectual disability and family quality of life” and “intellectual 
disability and support”. Boolean phrases to keywords like “intellectual disability”, “mental 
retardation”, “learning disability”, “developmental disability” or “learning disabilities” were 
used. For quality of life, the Boolean phrases used included “wellbeing” or “well-being”. 
Literature was also used from websites of the World Health Organization (WHO), United 
Nations (UN), Kenyatta University, Nairobi University, National Council for People with 
Disability in Kenya (NCPWD), American Association of Intellectual and Developmental 
Disabilities (AAIDD), American Psychiatric Association (APA), Beach Centre of Kansas 
University, and the ARC for people with intellectual and developmental disabilities. A total of 
531 articles were found to be of relevance to this study. Some articles were also retrieved from 
bibliographies of important studies. The following is a discussion of the reviewed literature. 
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2.3 Understanding Intellectual Disability 
This study’s main focus is on the lives of people with ID. I begin with a brief overview of 
understanding the ID construct. This will involve understanding the current terminologies being 
used, and how the conceptual framework contributes to the understanding of ID. This 
understanding of ID strengthens the theoretical framework that envisions supports as 
contributing to a good FQOL for people with ID and their families. 
The recent Diagnostic and Statistical Manual edition five (DSM 5) of the APA classifies ID 
under neurodevelopmental disorders (APA, 2013). It has been classified as such due to the 
understanding that ID has its onset during the developmental period affecting brain development 
before, during and after birth, therefore affecting an individual across their lifespan (APA, 2013; 
Bertelli, Munir, Harris, & Salvador-Carulla, 2016). The disorder is characterised by deficits in 
general mental abilities (i.e. reasoning, problem solving, planning, abstract thinking, judgement, 
academic and experiential learning). These deficits result in limitations in adaptive functioning, 
which includes personal independence at home or in the community and social responsibility in 
the areas of communication, social, academic or occupational participation (Holdnack, Zhou, 
Larrabee, Millis, & Salthouse, 2011; APA, 2013).  
This definition of ID, however, differs from an earlier conceptualisation by the American 
Association of Intellectual and Developmental Disability (AAIDD) which argues that a lack of 
supports for a person with ID contributes to disability because it limits function (Luckasson et 
al., 2002). Attributing ID solely to limitations of the developing brain takes a medical model 
perspective. This perspective informs treatment or management mostly towards only improving 
cognitive functions and remains blind to how a lack of supports contributes towards these 
limitations (Bertelli et al., 2016).  According to Schalock et al. (2007), human functioning is 
enabled by an interaction of the individual with the environment, which, with ID, is enhanced by 
supports. The multidimensionality of human functioning has been reiterated to include 
intellectual ability, health and adaptive functions (Wehmeyer et al., 2008). For this reason, 
AAIDD is of the opinion that ID is a disorder associated with limitations in adaptive behaviour 
(conceptual, practical and adaptive skills) not just caused by cognitive deficits but a lack of 
supports in these functions as well (Luckasson et al., 2002; Schalock et al., 2007; Schalock et al., 
2010; Tassé, Luckasson & Nygren, 2013). Conceptual skills involve language, literacy, money, 
time, number concepts and self-direction. Social and adaptive skills which are used 
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interchangeably in the literature include interpersonal interaction, social responsibility, self-
esteem, social intelligence, social problem solving, and ability to follow rules, obey laws, and 
avoid victimisation. Practical skills involve personal care activities, occupational skills, health 
care, travel and transportation, schedules and routines, safety, and use of money and telephones 
(Schalock et al., 2010). The essence of supports is introduced in this definition as an important 
measure that either facilitates function or the lack of it, resulting in disabling experiences. 
Tassé, Luckasson and Schalock (2016) emphasise the need to recognise cognitive functions and 
adaptive behaviour not as causally linked but as equal and independent features in the diagnosis 
of ID. The importance of adaptive behaviour makes the social and environmental influence on 
individual functioning significant (Shakespeare, 2006; Schalock et al., 2007; Luckasson & 
Schalock, 2013). This classification is in line with the International Classification of 
Functioning, Disability and Health (ICF) that views disability as an interaction between the 
individual and the environment (WHO, 2001). The understanding is that ID is not a static state 
but manifests in variations over different life stages. It is influenced by learning and acquisition 
of skills, social interaction, and biological, environmental and personal factors (Bertelli et al., 
2016).  
As the International Classification of Disease (ICD-11) is under review and needs to be 
consistent with the new revisions of ID, it proposes a new classification of ID as a health 
condition (Intellectual developmental disorder-intellectual disability) and as a disability 
(Intellectual Disability-ID) (Bertelli et al., 2016). This follows an understanding of the 
multidimensionality of the condition which requires significant attention in both health and 
disability aspects (APA, 2013; Bertelli et al., 2016; Tassé, Luckasson & Schalock, 2016). The 
classification will be important because it will help to guide interventions in the health paradigm, 
and research priorities and interventions in social, economic and political dimensions around ID, 
which Bertelli et al (2016) argue were not as conspicuous in the past. 
In summary, all the classifications and definitions of intellectual and developmental disability 
lead to the overall understanding that the individual with ID has significant cognitive limitations. 
Environmental factors can increase the disability experience in ID if supports are not provided to 
enhance adaptive functions of an individual. This understanding highlights the necessity of 
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considering cognitive factors as well as environmental factors impacting on an individual with 
ID for effective intervention programmes.  
2.3.1 Diagnosing intellectual disability  
Clinical diagnosis of ID historically relied on the measure of Intelligence Quotient (IQ). 
Standardised psychometric tests would be done to measure memory, writing, arithmetic, spatial 
recognition and analytical thinking. An IQ of below 70 would be considered as having ID 
(Sternberg, 1988).  
With the advent of adaptive abilities being considered on an equal basis with cognitive functions 
to determine ID, it is now a prerequisite to measure adaptive functions (conceptual, practical and 
adaptive skills) as well. The tests should be culturally, environmentally and age appropriate 
(Tassé et al., 2013). Adaptive functions are considered the sum of two standard deviations below 
the mean for each conceptual, practical and adaptive skills set (Schalock et al., 2010; Greenspan 
& Woods, 2014).   
The severity of ID is classified as a component of the adaptive functions. The extent of difficulty 
an individual has in conceptual, social and practical skills varies across individuals and is 
clinically categorised as either mild, moderate, severe or profound (Salvador-Carulla et al., 2011; 
APA, 2013; Tassé et al., 2013). Research shows that mild ID has the highest prevalence 
(Stromme & Valvatne, 1998; Heikura et al., 2003).  
ID may also present with associated problems such as epilepsy, problematic behaviour, and 
physical and mental health conditions (Felce et al., 2008). According to Maulik et al. (2011), the 
prevalence of ID globally is estimated to be 10.4/1000 with children and adolescents from low- 
and middle-income countries (LMICs) being more affected. Kenya lacks data regarding 
prevalence of people with ID which could be attributed to a lack of measurement tools that are 
context specific for IQ and adaptive behaviour tests. Diagnosis of ID in Kenya is based on 
developmental delay and observed cognitive limitations by clinicians making it remain highly 
medicalized even pertaining interventions.  
2.3.2 Supports paradigm for people with intellectual disability 
Schalock et al. (2007) highlighted the significant role played by supports to determine human 
functioning. This role is understood in the context of how supports improve adaptive function for 
individuals with ID (Schalock et al., 2007; Buntinx & Schalock, 2010; Schalock et al., 2010; 
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Schalock, 2011;  Luckasson & Schalock, 2013).  Similarly, Shogren et al. (2009) argue that 
when supports are developed into individualised support plans, it enables people with ID to make 
choices, self-advocate, and increase autonomy and self-determination, leading to an enhanced 
personal quality of life. Basically, the social, cultural, political, economic and legislative contexts 
in which people with ID find themselves are considered in determining the extent of disability 
(Schalock et al., 2010). 
The supports paradigm has highlighted the unequal position of people with ID in society 
(Luckasson et al., 2002; Thompson et al., 2009). Supports have been defined as the strategies and 
services that empower, develop, educate and integrate people with ID into society to improve 
their wellbeing by acting on the personal and environmental factors causing the experience of 
disability (Buntinx, 2003; Thompson et al., 2009; Zuna et al., 2010). Studies done in high-
income countries show that supports frameworks established at individual, family, societal and 
national levels help to shape and guide services and resource allocation (Thompson et al., 2009; 
Luckasson & Schalock, 2013). At individual and family levels, supports include person-centred 
planning, respite care and supported living arrangements (Schalock et al., 2010). Families have 
been targeted in the supports paradigm as the environments that facilitate functioning for 
individuals with ID. Thus, it is not only the individual that needs supports but also their families. 
Family support is the provision of goods and services, protection, subsidies, funding or 
professional support among others to a family which has a member with ID living at home 
(Turnbull, Summers, Lee & Kyzar, 2007).  
Supports also help to improve inclusion and integration of individuals with ID and their families 
at the community level. Supports have therefore targeted strategies at the community level to 
include community-based services, social inclusion plans and agency. Such strategies provide 
families with important information and direct supports for individuals with ID, and link families 
with government agencies and advocacy, among others (Chadwick et al., 2013). Some of the 
cited supports for families of individuals with ID include respite or out-of-home care, advocacy, 
nurturing of life skills, and social, psychological and health-related supports (Summers et al., 
2005; Chou, Tzou, Pu, Kröger, & Lee, 2007; Burton-Smith, Mcvilly, Yazbeck, Parmenter, & 
Tsutsui, 2009; Werner, Edwards & Baum, 2009; Brown, Geider, Primrose, & Jokinen, 2011; 
IASSIDD, 2013).  
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The sociocultural adaptations of a society influence supports for people with ID and their 
families.  For example, societies that promote autonomy and independence are seen to provide 
less support than societies that promote interdependence and collectivism (Boehm & Carter, 
2016). Some of the supports at the societal level include education, for example in providing 
teacher aides, psychologists and specialised teachers, advocacy, and professional services such as 
rehabilitation and social supports, which increases social inclusion and friendships among people 
with ID and members of the wider society (Bramston, Chipuer & Pretty, 2005; Stancliffe, Jones, 
Mansell & Lowe, 2008). Support within social networks offers peers an opportunity to interact 
with people with ID which reduces the notion that it is difficult to relate with them, while at the 
same time providing relief from caregiving tasks in families. Social inclusion also provides 
opportunities to people with ID and their families to engage in other personal interests, which has 
been associated with psychological wellbeing (Kroese, Hussein, Clifford & Ahmed, 2002).  
At a national level, support services have included advocacy, legislation, development of 
policies, and implementation, monitoring and evaluation of service outcomes (Shogren et al., 
2009). Effective policies that are based on evidence have provided guidance for service providers 
and improved individual and FQOL outcomes (Summers et al., 2005; Arc, 2009; Turnbull & 
Stowe, 2014). For example, employment is seen to increase social networks of people with ID. It 
also changes negative perceptions about abilities of people with ID (Grech, 2011; Foley et al., 
2014; Kavanagh et al., 2015). Success in operationalising support frameworks has been achieved 
where there was collaboration between people with ID, family members, policy makers, service 
providers and the state so that there is self-presentation and determination (Sonpal & Kumar, 
2012; Turnbull & Stowe, 2014).  Such support models are seen as good practice and align with 
international guidelines, such as the ICF, that look at the overall individual and contextual factors 
influencing wellbeing (WHO, 2001; Salvador-Carulla et al., 2011). However, the provision of 
supports varies across different global contexts.  
The World Health Organization Atlas of Intellectual Disability (WHO Atlas ID) report indicates 
a significant lack of concern of issues regarding ID globally. There are few policies and 
legislation regarding people with ID globally but most significantly in LMICs (Mercier et al., 
2008). The lack of policy is attributed to low visibility of issues concerning people with ID, 
resulting in low priority accorded by governments (Samuel, Leroy, Hobden & Lacey, 2012).  
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The most striking differences between high- and low-income countries in the World Atlas ID are 
in access to information, legislation, government benefits, financing and availability of services 
(Mercier et al., 2008). The majority of high-income countries address education, health, 
disability pension, social security, subsidies for food, housing, transport, medication, direct 
payments for specific purposes, and tax or fiscal benefits and social welfare, most of which are 
financed through taxes, non-governmental organisations (NGOs) or self-support by the family. 
Stakeholders involved in providing supports in high-income countries include special educators, 
social workers, psychiatrists, psychologists, teachers and primary health care workers. Of these 
professionals, the majority receive in-service training with few receiving training at a graduate 
level. This indicates the low level of importance issues of supports for individuals with ID are 
given even in developed countries (Mercier et al., 2008).    
The WHO Atlas ID also notes a lack of published studies on ID in Africa. Some of the studies 
conducted mainly focus on conceptualisation of disability where ID is viewed as contrasting 
from what is considered ‘normative’ (Njenga, 2009; Gona et al., 2011; Mannan, 2014;). The 
epistemological foundation of this perception stems from indigenous knowledge, cultural 
constructions of disability, and belief systems. In most studies, disability is perceived to be 
caused by supernatural forces such as witchcraft, God’s will, curses, punishment, inappropriate 
family relations and medical factors to some extent (Njenga, 2009; Berghs, Dos & Zingale, 
2011; Gona et al., 2011). These conceptualisations contribute to discrimination and stigma 
associated with disability in the African context leading to social exclusion (Mannan, 2014). In 
countries like Kenya, a lack of support services is associated with a lack of focus by government 
on issues pertaining to ID as well as stigma.  Negative attitudes by society results in people with 
ID suffering negligence and poor education, with a resultant poor development of skills with 
consequent exclusion from employment and development opportunities (Njenga, 2009; Njagi, 
2015; Maina, 2016; Koros & Harrahs, 2017). 
Mercier et al. (2008) further note that in many low-income countries, poor outcomes of services 
for people with ID are as a result of issues concerning people with ID being scattered throughout 
various government departments, which poses challenges to planning, implementation and 
monitoring. Financial support from government and NGOs in low-income countries is reportedly 
low or lacking. Whenever present, it mostly supports education, rehabilitation, self-help support, 
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empowerment, and provision of direct services (Mercier et al., 2008). However, many of the 
support services provided by aid agencies do not last after the exit of the organisation, which is 
partly attributed to colonial legacies that create dependency and notions of victimhood among 
the populations they intervene in (Berghs et al., 2011; Chataika, Kallon, Mji, & MacLachlan, 
2011). Consequently, populations of people with disabilities are disempowered to advocate for 
political and social changes that would change their situation. Ignorance around issues of ID 
contributes to failure by families and society to make the necessary accommodations for 
individuals with ID to fit in various social environments (Musima, 2014). 
With provisions for supports for people with ID enshrined in the Disability Act (2003) of Kenya 
as a constitutional right, perspectives of caregivers and individuals with ID in Kenya regarding 
the needs and nature of supports they require would be of benefit to inform relevant support 
systems at the family, community and national levels. However, putting in place programmes 
that assist people with ID and their families to function requires a step further to ensure they are 
part of society and contribute to its growth like other citizens. This aspect has not been achieved 
through a rights approach. Relationships stemming from care arrangements, however, begin to 
reveal important paradigms in this field. 
2.4 Ethics of care 
Given that ID is a lifelong condition and sometimes the individual with ID has associated 
problematic behaviour, care has sometimes been characterised as daunting, stressful and 
challenging (Markey, 2000; Kim & Turnbull, 2004; Sandy, Kgole & Mavundla, 2013). As such, 
intellectual impairment has been viewed as reducing quality of life of individuals and their 
families. Justification for elimination of people with ID through genetic determination has been 
supported in a bid to ‘rid’ families of the burden of care and a poor quality of life (Kuhse & 
Singer, 1985). Carlson and Kittay (2009) and Woodcock (2009) argue that such negative 
epistemological perceptions of ID manifest in current debates around existence, moral status and 
speciesm, undermining the worth of individuals with ID. 
As such, Kasnitz and Shuttleworth (2001) argue that when caregiving is regarded as 
burdensome, individuals with ID are disadvantaged because they are viewed as contributing to 
poor quality of life. The result of discrimination is seen in a lack of opportunities to people with 
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disability in the guise of having bad bodily difference, which has negative social and economic 
impacts on them (Barnes, 1995; Whyte, 1995; Shakespeare, 2006) 
It is such implications that have sparked necessity in debates around care in the field of ID in 
trying to unearth the dynamics of caregiving relationships and the consequences they hold. 
Caregiving and supports provide dignity and contribute to the realisation of individual rights for 
people with ID (Thompson et al., 2009).  
Kittay (2011) argues that ethics of care is an expression of human dignity which benefits both the 
individual being cared for and the care provider. Some studies have established from caregivers 
that caregiving has a positive transformational effect in cultivating values such as warmth, 
tenderness and trust. Carlson and Kittay (2009) report that meaningful relationships which occur 
in the practice of caregiving have the benefit of bringing about cohesion in society despite 
lacking economic benefits. This contrasts with perspectives of societies that are inclined to judge 
benefit through the lens of economic benefit.  
Recognition that as human beings we are interdependent creates a positive value to the quality of 
care we afford the other human person (Gade, 2012). The contribution of people with ID in 
creating harmonious societies around the world continues to receive recognition as an important 
role (Woodcock, 2009; Berghs, Dos & Zingale, 2011; Boelsma, Caubo‐Damen, Schippers, Dane 
& Abma, 2017). The understanding that human beings rely on each other calls for a different 
conceptualisation of dependence as a human characteristic (Tronto et al., 2006).  Such a 
conceptualisation can help people with ID to access justice and dignity through caring 
relationships without feeling guilty of being dependent or their worth of being existent being 
debated. 
Experiences from communities that have been intervening with supports for people with ID such 
as L’Arche can help to understand the role of an ethics of care in the wellbeing of people with ID 
and the benefits of mutuality of caring relationships.  Jean Vanier, the founder of L’Arche 
communities, addressed the issue during his speech at House of Lords on the topic “How the 
weak help the strong”. He first explained pain and aggression commonly seen as the presence of 
problematic behaviour in people with ID as a manifestation of psychological pain caused by 
rejection, humiliation and ridicule which denies people their sense of human worth and dignity. 
Speaking from 50 years of experience living with intellectually disabled people, Vanier notes 
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that authentic relationships through real encounters between caregivers and people with ID 
liberate individuals from such inner pain. Acceptance and affirmation conveys to the individual’s 
self-worth a sense of belonging and slowly dissipates fear. The transformation allows people to 
manifest their human values of tenderness, love, care, openness and compassion. Vanier 
describes belonging as a yearning of every human being because of our interdependence, without 
which people suffer terrible loneliness. Relationships and encounters of interdependence are 
therefore seen to bring value in society beyond the caring relationship but help in breaking down 
prejudices and accepting difference to create peace.  Such encounters are mutually enriching 
since they not only liberate the disabled member but also reveal to people who share their lives 
with the disabled members their own fragilities in emotional, psychological and spiritual aspects. 
The discovery that we have different challenges and limitations has the potential to stir people 
towards self-liberation (Vanier, 2015). Lindemann (2009) calls it “holding one in personhood”, 
which is an act of helping people retain their humane identities. On this basis, ethics of care is a 
strength for families who see it as mutually benefitting and developing a character of resilience 
and restored humanity (Carlson & Kittay, 2009; Bekhet, Johnson & Zauszniewski, 2012).  
2.4.1 Similarity of ethics of care and ubuntu 
From an African perspective, ethics of care can be likened to the African ethic of ubuntu in that 
they are both relational approaches that recognise the interdependence of human beings. Ubuntu 
in Africa has been viewed as a moral quality that shapes attitudes and values that manifest in the 
way people relate with each other.  Relationships among people stem from the belief that human 
beings are interconnected and are interdependent on each other which is what makes them 
human.  Community is therefore the reference through which personhood is defined (Nussbaum, 
2003; Murithi, 2006; Bidwell, 2010;). Values of generosity, hospitality, friendship, reciprocity 
and care are nurtured to bring about dignity and harmony (Nussbaum, 2003; Bidwell, 2010; 
Gade, 2012). Rossouw and Naude (2007) argue that these non-economic components of quality 
of life are the fundamental foundations in building a morally responsive society.  
Swanson (2007) views Ubuntu as a possibility to contribute towards realising individual human 
rights by affirming dignity of all. It does not stop at dignity just being a right of an individual but 
operationalises values of oneness or unity of a society through relationships. From the 
perspective of how attitudes shape our thoughts and actions, the ethics of care and ubuntu 
debates seem to be of importance when discussing quality of life and supports for families of 
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people with ID. They both form ontological and epistemological perspectives of how cultural 
beliefs and norms shape societal attitudes. The positive ethics of care and ubuntu, if applied in 
the same way to perspectives on disability, can be a strength while seeking for justice and dignity 
that people with ID and their families seek. 
Values of ubuntu and ethics of care challenge communities to move beyond the fear of 
difference so as to act justly. In the spirit of oneness and regard for fundamental human dignity, 
society can provide supports necessary to enhance livelihoods for individuals with ID and value 
them for the important contribution they can make in society in their own unique way 
(Woodcock, 2009). This hurdle that has to be overcome is in the manner in which 
neoglobalisation challenges the spirit behind ubuntu and ethics of care by fostering individualism 
above all else (Grech, 2011). Apart from denying opportunities of transformation that care 
relationships foster, it also disenfranchises people with ID who cannot compete on a level ground 
with other members in society if denied supports. 
2.5 Conceptualizing Quality of Life in the field of intellectual disability 
According to Verdugo, Schalock, Keith, & Stancliffe (2005), Quality of life is a 
multidimensional construct which has been referred to as happiness, wellbeing, flourishing and 
excellence, all of which are perspectives that have been used to infer satisfaction with the 
individual’s circumstances (Schalock et al., 2002; Hughes, 2006). The diversity in what quality 
of life represents to different individuals is driven by culture, environmental difference and lived 
experience, which produce meaning (Schalock et al., 2007). Brown (2017) argues that, although 
perspectives about wellbeing are perceived subjectively and given meaning by an individual, 
they are rendered objective if the meaning and perception are shared by individuals in the same 
circumstances. The common discussions of objective quality of life domains for people with ID 
in the literature comprise of emotional wellbeing, interpersonal relationships, material wellbeing, 
personal development, physical wellbeing, self-determination, social inclusion, and rights 
(Schalock, 1993; Lachapelle et al., 2005; Summers et al., 2005; Verdugo et al., 2005; Wang & 
Brown, 2009). Additionally, respect, integration and recognition of human rights are some of the 
lenses through which people with ID perceive their quality of life (Wang & Brown, 2009; 
IASSIDD, 2013; Vanier, 2015). Different circumstances impact on individuals with ID and their 
family members in unique ways and require a deeper understanding of their quality of life to 
establish their support needs. 
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2.5.1 Family Quality of Life (FQOL) paradigms in the field of intellectual disability 
Family quality of life (FQOL) has developed as a concept in the field of ID in recognition of the 
role families play in the lives of people with ID, as asserted in a number of studies (Bertelli & 
Brown, 2006; Wang & Brown, 2009; Claes, Van Hove, Vandevelde, Van Loon, & Schalock, 
2012; Brown, 2017). In the context of this study, family quality of life is a peek through the 
factors such as emotional, physical, spiritual, economic, social, political and so on that influence 
the operation of families of people with ID. It has been argued that the family is the immediate 
natural environment an individual with ID lives in and mostly relies on for supports (Turnbull & 
Turnbull, 2002; Wang & Brown, 2009). The proximity of the individual with ID to family 
members means that the family understands the needs of the individual, notices changes and 
makes adaptations where necessary (Wang & Brown, 2009; Schertz, Karni-Visel, Tamir, Genizi, 
& Roth, 2016). Family members have a constant influence on development and shaping of life 
experiences for the member with ID across the lifespan. They nurture helpful and congenial 
relationships which catalyse social integration and increase autonomy (Dempsey & Keen, 2008; 
Wang & Brown, 2009; IASSIDD, 2013; Asselt-Goverts, Embregts & Hendriks, 2015).  
What this means is that families have a huge responsibility towards support and ensuring 
progress for their members with ID. Different dynamics occur in the family owing to this 
responsibility that necessitates supports for families and the disabled members if support 
strategies are to be successful. Some of these dynamics include balancing care needs of the 
disabled member and personal needs of the caregiver, the psychological wellbeing of family 
members and currently debates around dynamics of inclusion and exclusion of family members 
versus people with ID are gaining importance (IASSIDD, 2013; Boelsma et al., 2017; Brown, 
2017). Success with support services and strategies requires careful consideration of the realities 
families are facing and collaborative services that support families (IASSIDD, 2013). Isaacs et 
al. (2007) note the importance of taking cognisance of the role of families in supporting their 
members with ID and the impact this has on the family quality of life so as to provide supports 
for effective implementation of this role. In the preamble(X) of the United Nations Convention 
on the Rights of Persons with Disability (UNCRPD), the role of families in contributing to full 
and equal enjoyment of disability rights to their members is recognised. It is therefore important 
for State parties that have ratified the convention to offer protection and assistance to families for 
effective fulfilment of support roles (UNCRPD, 2006). 
31 
 
2.6 FQOL measurement tools 
Family Quality of Life is proposed as a paradigm for research, policy and interventions in the 
field of ID (Dempsey & Keen, 2008; Zuna et al., 2010; Brown, 2017). A number of tools have 
been developed to understand the family quality of life and the impact on the family wellbeing 
across cultures.  
The two commonly used tools for measuring family quality of life for families with intellectually 
disabled persons include Family Quality of Life Scale (FQOLS-2006) which has quantitative 
measures and the Beach Centre FQOL scale which also has quantitative measures and a similar 
version (the Beach Centre FQOL conversation guide) which collects qualitative data. The tools 
are geared towards informing and evaluating individual and family outcome measures to inform 
policies and supports at individual, family, societal and national levels. 
The FQOLS-2006 was developed from three contexts (Canada, Australia and Israel). It measures 
importance, opportunities, initiative, stability, attainment and satisfaction in the domains of 
health, financial wellbeing, family relationships, support from other people, support from 
services, careers and preparing for careers, spiritual and cultural life, leisure, and community and 
civic involvement (Brown, Anand, Fung, Isaacs, & Baum, 2003; Isaacs et al., 2007). The tool is 
more quantitative in nature and can therefore limit perspectives of FQOL that have not been 
generated from its context. Participants respond only with the different measures to the FQOL 
domains without providing their meanings or how they perceive these domains. It also has a 
wide range of measures that makes it complex to use with people who have ID. 
The Beach Centre FQOL Conversation Guide, however, allows participants to share their 
subjective opinions of FQOL. It describes importance of, satisfaction with and priority of support 
in the domains of family interaction, parenting, emotional wellbeing, physical/material wellbeing 
and disability-related supports (Poston et al., 2003; Park et al., 2003; Summers et al., 2005; 
Hoffmann et al., 2006). This makes the Beach Centre FQOL Conversation Guide the most 
favourable tool for this study because it offers participants an opportunity to speak broadly about 
the different perspectives of FQOL through their own lived experiences. Further, the three 
descriptions (importance of, satisfaction with and priority of support) are easier for participants 
to understand and to guide conversations with participants, especially because of the 
involvement of people with ID in the study. 
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2.7 The challenge of research in FQOL for people with intellectual disability in Africa 
Consistent with findings of WHO Atlas ID, few studies regarding FQOL have been carried out in 
Africa. In an African context, FQOL would be valuable to establish the required services and 
form the basis to measure outcomes of the services. Conceptualisation of FQOL in Africa seems 
to be consistent with global findings. A study conducted in Nigeria using the FQOLS-2006 
showed that family relationships, values and health contributed to FQOL, while a lack of 
supports detracted from it (Ajuwon & Brown, 2012). Owing to the quantitative nature of 
FQOLS-2006, this study did not generate specific Nigerian cultural perspectives of FQOL for 
individuals with ID.  
Another study conducted in the Democratic Republic of Congo (DRC) found the FQOL domains 
of the Beach Centre FQOL scale to be relevant there. The study also revealed the influence of 
poverty and resilience on FQOL in DRC (Aldersey et al., 2017). The relevance of the Beach 
Centre FQOL in the African context, its consistency with global conceptualisations of FQOL, 
and the possibility of bringing out participants’ own perspectives informed the choice of the tool 
for this Kenyan study. 
In Kenya, there is no data, legislation, policies or guidelines on issues affecting people with ID 
and their families. Family support is therefore not known. The only service provided by 
government is cash transfers to people with disability, although these are inconsistent due to a 
lack of reliable statistics on the number of people with disability. Similarly, the FQOL for 
individuals with ID and the nature of support systems they require is unknown. This study is an 
attempt to establish the FQOL for people with ID in Kenya. The dynamics of culture, daily 
practices, engagements and interaction within and outside the family will be explored to find out 
how these factors influence the quality of life. It is my hope that findings of this study can be a 
step towards informing supports for families and service providers, and further, that the findings 
of this study can enhance legislation, guidelines and policies for people with ID and their 





3 CHAPTER 3: METHODOLOGY 
 
3.1 Introduction 
This chapter is a description of all the processes I engaged in, in this research study.  Shenton 
(2004) argues that it is important to provide details about the research process to ensure that it 
can be replicated to generate similar results, which helps to increase the credibility and 
trustworthiness of results.  In light of this, I have provided a detailed description of the research 
process: the choice of the design and the rationale behind it, the sampling process, the research 
setting, ethical considerations, and data collection, including the instrument used and the process. 
I have also provided my background information which is useful to understand as this is a 
qualitative study and my interaction with the data could be influenced by my perspectives. I end 
the chapter by explaining the process I undertook to analyse the data and write it up.  
3.2 Research design 
I chose a qualitative paradigm as the most appropriate one for this study because the objectives 
of this study were to explore the perceptions of FQOL and support needs of individuals with ID 
and their caregivers. There is an African proverb that says, “The one who sits at the bottom of a 
tree is the only one who can tell what black ants feed on”. This is because black ants inhabit trees 
at the bottom of the trunk and there you can watch them and see what they feed on. It therefore 
goes without saying that it would be difficult to speak about an issue of concern if you did not 
experience or understand it. Qualitative research explores the variety of perspectives people have 
about the issue under study. The meanings of the experiences and the beliefs embedded are 
revealed based on how people interpret their experiences. It therefore enhances the 
understanding of the phenomenon under study (Creswell, 2014; Parahoo, 2014). 
 
Therefore, the choice of a qualitative design was informed by understanding that people with ID 
and their caregivers would be best to tell their perspectives of their FQOL and support needs 
according to the interpretations they made of their daily experiences. The voices of people with 
ID are hardly heard in the Kenyan context and the few interventions (if any) to their plight are 
based on opinions from proxies. There’s a general misconception that people with ID cannot 
represent themselves which has left them marginalised and misunderstood for a long time, with 
services for them barely existing in Kenya. It was also important to listen to caregiver’s 
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perspectives to give a holistic understanding of dynamics in a family which has a member with 
ID. I used the Beach Centre FQOL Conversation Guide to collect views from caregivers (see 
Appendix 1) and a simplified version of the same for people with ID (see Appendix 2). 
 
3.2.1 Transformative emancipatory approach 
This study incorporates a transformative emancipatory approach to its methods. Transformative 
emancipatory research has been used by marginalised populations that want to advocate for 
social justice and the need to have recognition of their human rights (Munger & Merten, 2011). It 
involves the active participation of the researched group in the whole cycle of the research 
process (Kachaje et al., 2014). The approach is concerned with ethical processes of the study, 
how knowledge is co-created with the group under study, and an exploration of the knowledge 
discourse of how beliefs and attitudes shape the way they experience their phenomenon 
(enhancing or deprivation of social justice). The need to create knowledge with the group 
advocating change is a key characteristic of this approach.  
 
3.2.2 Identifying the research assistants 
While conducting research with marginalised populations seeking social justice, emancipation of 
the research population has been advocated to dissolve power relations, to empower the research 
population and for the study population to own the research process and findings, therefore 
giving them the strength to advocate their agenda (Carlson, 2013; Coons & Watson, 2013). In 
line with the transformative emancipatory approach, I looked for two individuals with ID to 
work with me as research assistants for data collection of people with ID. I had a friendship and 
working relationship with them, having lived with them for eight years in the L’Arche 
community in Nyahururu. To bring them on board into conducting research, I trained them on 
the activities they would be involved in as explained in the next section. I considered their ability 
to understand Kikuyu and Kiswahili well as they were effective communicators, a skill they 
possessed even before this research study. I also had confidence in their ability to maintain 
confidentiality. Both of them were involved in all interviews of individuals with ID and focus 
group discussions. Additionally, I requested a parent of a child with multiple impairments to be 
my research assistant in interviewing caregivers and the focus group discussions. The parent had 
a good command of English, Kiswahili and Kikuyu. She was a young parent and was passionate 
about advocating for people with disability in the local community. Parents liked her and were 
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confident that she represented their concerns well in any forum they sent her. With this 
confidence, I decided to ask her for support in the research process which she consented to. They 
therefore were involved in the knowledge created in this study and for the first time were 
involved directly in conducting research. They helped with data collection and member checks 
between January and March 2017.  
 
The research assistants received Ksh 100 for every hour they worked with me. I also reimbursed 
the research assistants and participants for transport when they travelled for purposes of the 
study. After the focus group discussions (FGDs), refreshments were served. 
 
Going the emancipatory way has the advantage of members of the group being researched 
gaining knowledge and experience of the research process and confirming that their needs are 
adequately being met by the study, which adds credibility to the study (Munger & Merten, 2011). 
However, I had limitations in implementing the ideal transformative emancipatory approach in 
the sense that participation was not possible in all research processes. For example, as the study 
was being conducted in Kenya and I was a masters student in Cape Town, it was impossible to 
involve participants when I was developing the proposal and later during analysis and writing up 
the discussion, which required me to be in Cape Town. It also is a time consuming and expensive 
venture. However, on completion of writing, I returned to Kenya and had discussions with the 
research assistants and updated them on all the findings and conclusions I had drawn from the 
study in September 2017. We also gave feedback to all participants in the study regarding their 
perspectives of FQOL and support needs in October 2017. Each participant was given an easy-
to-read report of the research which I did myself and translated into Swahili.  
 
3.2.3 Training the Research assistants  
Caregiver 
Training of the research assistants took place in December 2016. I trained the parent separately 
as she understood things at a different pace to the two research assistants with mild ID. Training 
included an introduction to the study and its purpose. I clarified that we were to ask participants 
about their FQOL and that we would record participants’ responses without trying to influence 
their perspectives. I introduced the Beach Centre FQOL Conversation Guide, which was to guide 
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our interviews, one afternoon for two hours to the parent (see Appendix 1). When she understood 
what all the 25 questions were asking, I explained to her that our role was to ask and give ample 
time to parents/caregivers to answer, to probe further and to record the data. I also explained to 
her that it was important for us to capture the importance participants placed on each section 
(domains), their satisfaction with the current situation in the domain, and the priorities for 
supports, which were the goals of the study. 
 
People with intellectual disability 
I also met with the research assistants with ID every afternoon for about an hour for two weeks 
to train them on how to conduct research with me. First, I explained the study to them, the goal 
and the objectives. We then looked at the Beach Centre FQOL Conversation Guide which I 
explained was going to help us collect information from participants (see Appendix 2). I ensured 
that they understood that participants were going to discuss with us all the questions they were 
comfortable answering in the interview guide. In addition, they would tell us how important the 
issue was for them, how satisfied they were with their current situation around the issue, and the 
priority they would suggest for support. I introduced to them the three pictures we would present 
to participants to rate their priorities as high, medium or low. These pictures were three 
emoticons which had a happy face, a neutral face and a sad face. The research assistants 
understood that we were to help the participants understand the meaning of these faces so that 
they could use them effectively. On the last day of training, they practiced asking questions to 
their colleagues with ID by way of a game where they could ask a random question that 
necessitated one to rate importance or satisfaction. To answer, one needed to select a sad, neutral 
or happy face that best described their rating of importance or satisfaction of the question asked. 
The research assistants would be asking one question at a time and waiting for the responses 
from the participants as I recorded the conversation. I would probe further when I felt there was 
need for further clarification. At the end of each set of questions in each domain of the Beach 
Centre FQOL Conversation Guide, the research assistants would present the three emoticons 
(sad, neutral, happy) to participants to rate the importance, satisfaction and priority of support for 




3.2.4 Researcher’s positionality 
Given that this is a qualitative study, my own perspectives and assumptions are inherently 
embedded in the way I conducted the study and interpreted the results. It is therefore important 
to have a background understanding of myself as one of the research tools involved in this study. 
To begin with, my contemplating this study as the researcher was informed by 15 years working 
as a physiotherapist with disabled children, their families and the community in rural Kenya. 
During this period, I lived for 8 years in a L’Arche community in Nyahururu with people with ID 
supporting them with daily activities. I had an extensive experience of friendship and working 
closely with people who have ID. As a native, I understood cultural perspectives of the Kenyan 
people towards disability, have interacted with families while listening to and observing their 
experiences of having a member with disability in the household, and have practical experience 
of supporting members with ID.  This experience helped me engage with people with ID and 
caregivers as participants and also as research assistants during the research process. From 
experience, I felt strongly that people with ID could advocate for themselves, hence their 
involvement as research assistants and conducting individual interviews. It is my opinion that 
this would greatly add value to the data collected as representative of true perspectives of life 
experiences for people with ID. I used my experience in living and working with people with ID 
to ask questions in a way that they understood, giving them the opportunity to make choices and 
respecting their opinions. My having a relationship with individuals with ID helped in the way 
they relaxed during interviews and the freedom they would have, such as asking for a break. Due 
to my extensive experience working in the community, the plight of families of people with ID 
was not foreign to me. Even in the initiatives of the programme for people with disabilities that I 
worked in, there seemed not to be practical solutions to interventions for people with ID. There 
were no interventions that considered families, although there was evidence that families 
experienced challenges too. I therefore decided to conduct this study on these premises hoping 







3.3 Research setting  
The study was conducted in Nyahururu, Kinamba and 
Ol’ngarua in Laikipia County in Kenya, which is 
predominantly a rural setting. The three areas are 
approximately 50 km apart from each other and are 
inhabited by people from Kikuyu, Kalenjin, Samburu, 
Turkana, Maasai and several other ethnic 
communities, which gives it cultural diversity. 
According to the Kenyan National Bureau of Statistics 
report of 2009, the population in Laikipia stood at 
399,227. Some communities are pastoral and therefore 
adopt a nomadic lifestyle, while others are agricultural 
communities with different cultural practices 
depending on ethnicity. Most residents communicate 
in their mother tongue in non-formal settings but use 
English and Swahili as official languages, with 
Swahili being the most commonly spoken and well understood language among the residents. 
The population living below the poverty line in Laikipia County as at 2012 stood at 43%, which 
means approximately 171,667 people were living on less than 1 US Dollar per day. The main 
economic activities are subsistence farming and small businesses. Many people depend on casual 
labour in the farms (Laikipia County Assembly Report, 2014).  
3.4 Data collection instrument 
3.4.1 The Beach Centre Family Quality of Life Conversation Guide 
We used the Beach Centre FQOL Conversation Guide to conduct structured interviews. The 
Beach Centre FQOL Conversation Guide measures satisfaction in the domains of family 
interaction, parenting, emotional wellbeing, physical/material wellbeing and disability-related 
supports. The conversation guide (Appendix 1) has a total of 25 questions – 7 under family 
interaction, 5 under parenting, 5 under physical/material wellbeing, 4 under emotional wellbeing 
and 4 under disability-related supports (Poston et al., 2003; Park et al., 2003; Hoffmann et al., 
2006). The ideas and questions captured in the conversation guide are summarised in Table 1 
below.  




Table 1: Summary of Beach Centre Family Quality of Life Conversation Guide 
Theme Ideas capture Questions 
Family interaction Dynamics of life as experienced by 
family members. How different 
situations impact on family members. 
Questions were on the quality of time 
spent together with family members, 
communication, happiness, expressions 
of love and care, communal family 
activities and support, family strategies 
in solving problems and difficulties. 
Parenting The parenting experience of having a 
young adult with ID, success and 
challenges of the parenting and 
advocacy 
Questions were on how parents 
supported individuals with ID in 
activities, decision making, and 
socialising, and how they managed care 
for all family members 
Physical/Material 
Wellbeing 
Physical, health and material 
wellbeing of the family members 
Questions were on experiences with 
transport, safety at home and in the 
community, and availability of medical 
and dental care 
Emotional supports Emotional wellbeing of family 
members and factors that facilitate it.  
Questions were on availability of 
professional psychosocial support, 




Holistic support strategies for people 
with ID  
Questions related to support that people 
with ID receive at home, work and 
school, and social networks for people 
with ID and relationships with service 
providers.  
 
I chose this tool because it has been used in several other studies from different contexts globally 
to measure FQOL for individuals with ID and was found to be relevant even in the African 
context (Summers et al., 2005; Hoffman et al., 2006; Davis & Gavidia-Payne, 2009; Meral, 
40 
 
Cavkaytar, Turnbull & Wang, 2013; Aldersey et al., 2017). My choice was also based on the 
ability of the tool to collect qualitative data in a uniform manner using the same set of questions 
to enable similar assessments of FQOL. This interview guide was also easier for people with ID 
to understand as it had only five domains and required rating three responses, namely importance 
of, satisfaction with and priority of support. It was a much easier way to help participants with 
ID to describe their situation.  
For example, to determine the importance of any domain the participants would describe it as 
high. When it was low, it meant that it was not an important FQOL domain. When priority for 
supports were described as high, analysis and conclusions regarding supports were drawn from 
them. If satisfaction with a FQOL domain was low, it helped further the discussion during 
interviews on how things needed to be improved and were discussed in the analysis and 
discussion. If satisfaction was high, it meant that participants were okay with the FQOL domain 
area and did not require further supports in it. Participants would then explain their responses 
during interviews. The interview guide also created the opportunity for participants to provide 
other relevant information emanating from their experiences which would inform individual and 
FQOL from contextual and cultural perspectives. Outcomes of this study would therefore 
position the situation of FQOL of individuals with ID from Kenya in the global context. 
3.4.2 Piloting the study 
Since the Beach Centre FQOL Conversation Guide had not been used before in Kenya, I 
conducted a pilot study to find out if participants related to the FQOL domains in the 
questionnaire and to make adjustments if the questions were not well understood. We conducted 
a pilot with two people with ID and two caregivers from Nyahururu. I chose to do the pilots in 
Nyahururu because it was convenient for us as I and the research assistants who I engaged in the 
study lived in Nyahururu.  
Caregivers were able to understand the questions sufficiently. However, they consistently 
alluded to the fact that receiving dental care was addressed by the question regarding receiving 
medical care and so the question about receiving dental care was removed.   
We also piloted the Beach FQOL Conversation Guide so that we could adapt it for the 
convenience of individuals with ID. The parenting section and accompanying questions were 
removed since none of the participants with ID in the pilot and those selected for the main study 
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had a family or were parents themselves. The questions presented to individuals with ID were 
also changed to be closed-ended questions which necessitated a Yes or No response followed by 
an inquiry into their response (see Appendix 2).  
We also wanted to establish the importance of the FQOL domains in the Beach Centre FQOL 
Conversation Guide from our participants’ perspectives and so we included measures of 
importance of, satisfaction with and priority of support for each domain. Participants gave a 
rating of high, medium or low for these measures. We gave three emoticons to participants with 
ID which they could associate to the rating they felt best described their perception or 
experience. A sad face meant a low rating, a neutral face meant a medium rating and a happy 
face meant a high rating (see Appendix 2) 
3.5 Data collection 
3.5.1 Recruitment of Research Participants 
The participants came from three different locations (Nyahururu, Kinamba and Ol’ngarua) and 
had different ethnic backgrounds (Kikuyu, Kalenjin and Samburu). These factors were deemed 
sufficient to sample a range of differences in FQOL that would arise from geographical 
differences, occupation and culture. It is important to mention that although the sample included 
parents/caregivers and people with ID, the intention of the study was not to directly compare 
perceptions of quality of life and support needs among them but to understand the current 
situation, taking into account the different perspectives of the participants’ groups.   
The participants were identified through head teachers of special schools in Nyahururu and 
Ol’ngarua and a village elder in Kinamba. The head teachers and village elder identified all 
potential participants within their jurisdiction (parents of people with ID as well as individuals 
with ID). These were people who were receiving services intended for people with ID, identified 
through educational assessment or diagnosis given by a hospital. Five people with mild ID and 
six caregivers volunteered to participate in this study. People with ID were considered to have 
mild impairment if they were able to receive and return communication as well as participate in 
activities of daily living such as bathing. The ability to carry out some chores at home or school 




Only individuals with ID who were 18 years old and above were sampled. I was given telephone 
contacts of 10 parents of people with ID from each zone. I called them to a meeting in their 
respective zones, together with their family members with ID, to explain the study and ask for 
volunteers to participate.  I set the date, time and venue of the initial meeting close to their 
locations. The majority of the parents managed to attend with seven in Kinamba, ten in 
Nyahururu and six in Ol’ngarua. They each attended with their disabled family member. I 
explained the study to them using Kikuyu and Swahili languages and gave them time to ask 
questions where they needed clarification. The parents assisted me to help the individuals with 
ID understand when needed, although, for most of the part, I observed that we understood each 
other well. The language I used was very basic and as a person who lives in the same area and 
grew up using the same language, it was easy for me to connect with the participants.  
3.5.3 Inclusion Criteria 
People with intellectual disability 
• People who received services aimed for people with ID who were above 18 years.  
• Participants who could understand Swahili which was the common local language 
understood by the researchers.  
• People with ID who had a way of articulating their needs verbally or by way of 
augmented communication understood by the researchers.  
• Written consent from a parent/guardian for participants with ID (see Appendix 3). 
Caregivers 
• A family member or caregiver who was a legally authorised guardian of a person with 
ID.  
• The parent or caregiver had to be responsible for care of the individual with ID for at 
least 6 hours daily to be able to understand the needs of the intellectually disabled person 
better and their own support needs based on experience. 
3.5.4 Exclusion criteria 
• Family members whose member with ID has been included in the study to avoid the 
intellectually disabled member from feeling intimidated or unable to open up fully for 
purposes of the study. 
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In each of the zones, I asked for volunteers and almost all participants wanted to participate as 
they felt it was an opportunity for them to speak about a subject they had never been asked about 
before. We therefore decided to conduct random sampling from the group of willing volunteers. 
The parents/caregivers were separated from individuals with ID in each zone (Nyahururu, 
Kinamba and Ol’ngarua). We wrote the desired number of ‘yes’ responses for each zone and 
many ‘no’ responses on small pieces of paper and folded them. Participants from each category 
picked one paper. The participants with the ‘yes’ response were included in the study. In total, 
fifteen participants participated in the study.  
3.5.5 Informed Consent and Ethical Considerations 
All participants received an information sheet that had details of all aspects of the research 
process, i.e. the aim of research, why we selected them as participants, time the interviews would 
take, the right to withdraw from the study at any point during the process, details about 
psychological support the participants would get should they experience psychological or 
emotional problems during the process, benefits of the research, details of ethics approval, my 
contact details and those of the ethics committee, and a disclaimer that participants would not be 
receiving remuneration for participating in the study for caregivers (Appendix 4) and people with 
ID (Appendix 5). For participants with ID, this was presented as short sentences in simplified 
Swahili language and I also read it out to them individually to ensure they understood its 
contents. The guardians of the participants with ID were also given the information sheet.  
Attached to the information sheet was a consent form in Swahili which participants signed only 
when they confirmed to me that they had understood the study and were willing to participate 
without coercion (Appendix 5). We agreed on the appropriate venue for our next meeting with 
each participant and ensured that it provided privacy and comfort to the participant. All 
participants chose the convenience of their homes as, particularly for individuals with ID, 
familiarity seemed to matter as well as less distraction.  
We received the signed written consent from all participants who were included in the study and 
from parents/caregivers of participants with ID. Participants with ID who were unable to sign 
wrote their names or put thumbprints which was a contextually acceptable practise for people 
with ID. Verbal consent was also received continuously throughout the study by checking with 
the participants if they were okay with the proceedings of the interviews. This was especially 
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helpful for individuals with ID who understood the research process as it unfolded and therefore 
it was necessary to keep checking that they were comfortable and were assenting to it (Munhall, 
1989).  
Ethical approval was granted by the Human Research Ethics Committee (HREC) at the 
university of Cape Town (HREC number 616/2016: See Appendix 6). A research permit to 
conduct research in Kenya was granted by the National Commission on Science, Technology and 
Innovation (NACOSTI) in Kenya (permit number NACOSTI/P/17/66720/14996) (See Appendix 
7). Tables 2 and 3 below show the demographic characteristics of participants. CG denotes 
caregivers and PWID denotes people with ID. 
Table 2: Characteristics of Participants with intellectual disability 
Participant 
ID 
Age Gender people living 
in house 
Occupation Location Focus 
group 
discussion 
PWID 1 20 Female 6 School Nyahururu FGD1 
PWID2 28 Male 6 Sheltered workshop Nyahururu FGD1 
PWID3 25 Female 2 None Kinamba FGD2 
PWID4 26 Male 3 Grazing Kinamba FGD2 
PWID5 18 Male 6 None Nyahururu FGD1 
PWID6 25 Female 10 Casual Worker Ol’ngarua FGD2 
PWID7 20 Male 4 School Ol’ngarua FGD2 
 
Table 3: Characteristics of Caregivers 
Participant 
ID 










Occupation Location Focus 
group 
discussion 








CG2 35 Female 6 21 Male Mild ID Casual 
worker 
Nyahururu FGD1 







CG4 70 Male 7 23 Female  Profound 
multiple 
impairments 
Farming Kinamba FGD2 
CG5 35 Female 6 18 Female Severe 
Cerebral 
Palsy & ID 
Farming  Ol’ngarua FGD2 






CG7 45 Female 5 26 Male Mild ID Small 
business 
Nyahururu FGD1 






People with mild ID included in the study as participants ranged between 18 and 28 years of age. 
Some of the people with ID supported by caregivers were above 30 years of age as indicated in 
Table 3 above. Two of them did not have any occupation and remained home all day, two were 
still going to school, one was in a sheltered workshop and two had a daily occupation (grazing 
and casual work). Among the eight caregivers, seven were female and one male. This was mostly 
attributed to care responsibility in the region being mostly vested in mothers as well as single 
parents. All of them depended on casual work on the farms, although two owned small pieces of 
land and three others supplemented the casual work with small businesses that they ran in the 
evenings.  
3.5.6 Interview Content 
We conducted two interviews for each participant. In the first interview, we were collecting 
perspectives of participants about what in general was a good life to them. This was to aid us in 
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the understanding of what a good quality of life meant for them. In the second interview, we 
were finding out participants’ perspectives of FQOL in the scope covered by the Beach Centre 
FQOL Conversation Guide. It was possible to receive further opinions not covered in the 
interview guide from participants as additional comments were allowed at the end of the 
interview.  
3.5.7 Familiarisation Process 
Conducting research with participants with ID was a new experience to us all. I therefore 
organised a familiarisation process so that they could get to know the research assistants and 
myself and introduce them to the tools that we would use during interviews. We made 
appointments with participants with ID at home and consulted with their caregivers. During the 
agreed time, we met participants at home and ensured they were comfortable and that the venues 
provided enough privacy for them. We introduced ourselves and explained that we were going to 
ask the questions on the Beach Centre FQOL Conversation Guide (Appendix 2). We clarified to 
participants that they were at liberty not to answer questions they didn’t feel okay answering. We 
then explained that we would record the interviews and that I would be taking important notes in 
a notebook as the interview progressed. I showed the notebook and the Samsung phone we used 
for recording. The research assistants showed the questionnaire we were going to use with the 
three emoticons. They explained the meaning of each emoticon and played a game to illustrate 
how the participant would use the sad, neutral and happy faces.  They asked us random questions 
of things that were important to us and we were asked to pick the face that depicted what we felt. 
They asked us how satisfied we were and we took turns picking the face that most described our 
answer. This exercise took approximately one hour with each participant, and we conducted it 
with each person over a period of one week. When all participants were comfortable with the 
process, we asked each of them to attend two individual interview sessions on separate days.  
 
3.5.8 Collection and Recording of Data 
During the first interview, we took the demographic information and asked the general question 
of what a good life meant from the participant’s perspective. I recorded and took notes during 
this interview, while my research assistants asked the questioned. The presence of research 
assistants may have contributed to participants with ID understanding research questions due to 
use of simple local language, feeling at ease and opening up in their responses. The research 
47 
 
assistants assisted with ensuring that the participants with ID were comfortable with the 
questions and that they understood them. For example, when participants with ID deviated from 
answering the interview questions, the research assistants helped them to focus back to it by 
reminding them what the question was and probing them. I also would ask for further 
clarification whenever I deemed it necessary. They also gave participants sufficient time to 
answer. For example, after every 15 minutes, the research assistants asked if participants with ID 
needed a break. They could help them take a walk and come back to continue the interview. 
These interviews took 20 to 30 minutes per participant. It took us two weeks to collect this data. 
All interviews were recorded on a Samsung smartphone device and saved in a folder in my 
laptop named Project 1. Each interview was given a unique identification code with initials of the 
participant’s name and a number in the sequence that we conducted the interviews. I also saved a 
Word document with the demographic information using the same identification code as the 
participant’s audio recording. 
The second interviews were on the FQOL using the adapted Beach Centre FQOL Conversation 
Guide (Appendix 2). The research assistants asked the questions while I recorded and took notes. 
We also used probe questions when we felt participants had not given enough information. These 
interviews took approximately 45 minutes per participant. We conducted them over a period of 
three weeks. In this second interview, one individual with ID asked us to break the interview into 
two days for 20 minutes each for his convenience which we did. I saved the recordings after each 
interview on my laptop in the Project 1 folder in another folder called Interview 2. Each 
interview was saved using the unique code name similar to the first recording for identification.  
 
3.6 Data analysis 
3.6.1 Transcription   
When all interviews had been done, I transcribed the recordings verbatim in Swahili and Kikuyu. 
It took me two weeks to complete transcribing and it helped me to familiarise myself with the 
data. I read through the transcripts, listening to the corresponding recording to confirm there 
were no alterations or missing data. I translated the transcripts into English since I understood the 
languages very well and I had the advantage of having been present during the interviews. I gave 
both the Swahili/Kikuyu and English versions to a language expert (Swahili/ English high school 
teacher whose native language was Kikuyu) from the region. The language expert verified that 
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the original and translated transcripts were similar in text and cultural meaning. I then collated 
the demographic information, interview 1 and interview 2 for each participant into a Word 
document and saved them under Project 1 folder on my laptop under a new folder called 
Transcriptions and labelled them Transcript 1 to 15. I used the previous unique identification 
code from the recordings in place of the name in the demographic information.  
  
3.6.2 Data Confirmation with Participants  
To confirm the data with my research assistants and participants, I organised for two FGDs in 
Nyahururu and in Kinamba. Participants from Ol’ngarua travelled to Kinamba and I provided for 
their transport. I chose convenient venues where participants could sit comfortably and interact 
freely without interference or disturbance. I requested them to sign a confidentiality agreement 
form (Appendix 8) for the exercise. I collated information from interview 1 and interview 2 and 
presented it in to the participants in FGDs to confirm accuracy and validity of the data. The 
parent co-researcher was recording and taking notes in the FGDs. Participants in all three zones 
confirmed the accuracy and validity of the data and added more information that they felt they 
had not provided during interviews. I took note of the fact that when caregivers and people with 
ID spoke about their issues together, they were able to strengthen each other’s concerns and the 
idea of meeting to share and support each other grew. The FGDs took about 2 hours as 
participants felt it was a therapeutic process, speaking and listening to each other about 
something they had in common. I later typed the FGD notes and saved them under a folder 
named Focus Group Discussions in the Project 1 folder on my laptop. I also transcribed the FGD 
recordings verbatim and saved them as FGD Kinamba, Nyahururu and Ol’ngarua respectively so 
that I could add the new information to the data. 
 
3.6.3 Thematic Analysis 
I chose to do a thematic analysis which is a method of identifying, analysing and reporting 
patterns in data. Thematic analysis involves transcribing data, reading and familiarising oneself 
with the data, generating codes from a list of ideas with similar meanings, collating the codes 
that have similar meanings into themes, reviewing the themes, and producing a report (Braun & 
Clarke, 2006). I read and re-read the transcripts to understand the data. Transcribing the data 
personally also helped me internalise the information in the data more. I applied a deductive and 




As I read through the transcripts, I identified and highlighted the data that corresponded in 
meaning to the domains of the Beach Centre FQOL Conversation Guide (family interaction, 
parenting, physical/material wellbeing, emotional wellbeing and disability-related supports) 
which I used as the themes. This data formed the basis of a deductive analysis of perspectives on 
FQOL of participants in Kenya. All responses to the questions asked under these themes were 
collated together under the themes. Additionally, each theme had several questions whose 
responses were collated together with the main idea of the question serving as the sub-theme.  
Inductive Analysis 
Within the existing themes of FQOL, people with ID and caregivers sometimes gave different 
factors that influenced a specific theme. I used these as the sub-themes that best explained the 
theme. For example, under the family interaction theme, some new sub-themes included 
receiving equal treatment in the family, involvement of people with ID in the family, and 
interreliance of the family for support. The theme of parenting had additional factors influencing 
it, such as challenges in providing basic necessities, parental advocacy, spousal support, concern 
for lifelong support, providing personalised care to people with ID and cultural dilemmas linked 
to parenting people with ID. A new theme of community supports was created due to frequent 
attribution to it from the raw data. The sub-themes that added meaning to it included cultural 
beliefs and practices and mutuality of support by the community. 
3.6.4 Using Dedoose to Analyse the Data 
I used Dedoose software version 7.5.15 which is used for qualitative research or mixed methods 
for analysis. I chose Dedoose because it was possible to have visual representations of patterns in 
the data in terms of participant characteristics which were termed as descriptors. I entered the 
demographic information as descriptors in Dedoose which included the participant’s ID, gender, 
age, location, guardian, number of households and daily occupation. To differentiate data of 
people with ID from caregivers, I used the initials PWID to denote people with ID and CG to 
denote caregivers which I entered as dynamic descriptors. The dynamic descriptor field allowed 
me to separate data received from individuals with ID and caregivers. It was easy at a glance to 
view these differences on a computer screen rather than doing it manually. It provided ease in 





After creating the descriptors, I uploaded each transcript saved in the transcription file on my 
computer to the media file in Dedoose and attached it to the respective participant ID so that all 
the data was associated to the specific participant. I created codes from within the deductive 
themes: family interaction, parenting, physical/material wellbeing, emotional wellbeing and 
disability-related supports, and the additional inductive theme community supports. I also used 
the best descriptive word for questions under each theme to create sub-themes.  
Excerpting 
Reading again from the transcripts, I highlighted excerpts from all transcripts in the media files 
that were best describing each theme and coded them under the theme. Within each of the 
themes I also inductively coded excerpts which formed new sub-themes.  These sub-themes were 
either informed by the questions we had asked under each theme or were new from the additional 
information participants had given. In the end, all excerpts were linked to specific codes and to 
specific participants.  
Presenting Analysed Data 
Data analysis is presented in the next chapter. In summary, I analysed the demographic 
information, and then gave a deductive explanation of each of the main codes with verbatim 
extracts of the already set out domains of the Beach Centre FQOL Conversation Guide (i.e. 
family interaction, parenting, emotional wellbeing, physical and material conditions, disability-




4 CHAPTER 4: FINDINGS 
4.1 Introduction 
In this chapter, I will present the findings from the data regarding FQOL that was analysed from 
individual interviews with seven people with ID and eight caregivers, and two FGDs with the 
same participants from the three zones. The analysis is presented using the six themes that 
emerged from analysing the data deductively and inductively, namely family interaction, 
parenting, physical/material wellbeing, emotional wellbeing, disability related supports and 
community supports. The themes and sub-themes were downloaded as Word documents from 
Dedoose after deductive and inductive analysis. Each theme is presented using a graph depicting 
the importance of, priorities of supports and satisfaction for caregivers and people with ID. The 
graphs were downloaded directly from Dedoose based on participants’ responses to these 
questions. They have been presented descriptively and presented using excerpts that support 
them.  
4.2 Family interaction  
Family interaction in this study was defined in the Beach Centre FQOL Conversation Guide as 
the roles that members living together in a home played while spending time together, helping 
each other, speaking to each other, and doing activities together, and how these influenced 
relationships among them. In this section, I present findings of all instances that caregivers and 
people with ID considered to be a reflection of family interactions together with the factors that 
made it favourable or circumstances that challenged it. Using supporting excerpts, I present the 





Figure 2: Themes and sub-themes of family interaction 
 
The graph in (Figure 3) illustrates how participants perceived the importance of, priority of 
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Figure 3: Importance of, priority of support in and satisfaction with family interaction 
 
Both caregivers and people with ID in this study had very positive experiences with family 
interaction and hence expressed high satisfaction with this theme. Family interaction was 
considered satisfactory when members interacted well both in the small nuclear unit but even 
more when the extended family was involved. This was perceived as such because caregivers felt 
that they got opportunities to share with other family members and they received support in the 
form of advice on how to solve difficult issues,  
 
“When we are together as the larger family, we discuss many things and sometimes you 
get advice from the others about somewhere you may have been stuck” (CG1).  
 
Caregivers expressed satisfaction with relationships in the family when they saw that the 
children are well accepted and loved by other family members (CG3).  
4.2.1 Happy moments – love and acceptance in the family 
Gestures such as supporting disabled family members in the community were viewed as 
expressions of love by caregivers and enhanced satisfaction with family interaction. “We all love 




































Family relationships and supports were regarded as being of utmost importance by people with 
ID. They felt that despite the need to progress in life, it was important for them to remain close to 
family members.  
“I’m well supported at home. It is difficult to think about having a life far from home. I 
love my family and we are used to each other. When I think about my future, I would like 
to work and be more independent but remain close to my family members” (PWID2).  
Integration with the extended family was so important for families that when they lacked 
support, it felt like rejection for caregivers.  
“My challenge is that I’m an orphan and don’t have brothers or sisters. When I have these 
children with me, I worry. My nephew sleeps here on the couch and I’m very ashamed 
but I do not have any means of making life better. My relatives abandoned us my aunties 
and grandmother. My family became too much of a burden for them to date. They rarely 
visit us or show concern about how we live our life” (CG8). 
4.2.2 Receiving equal treatment in the family  
Families were seen to effectively provide the balance in providing supports to people with ID as 
well as giving space for autonomy and growth in independence. People with ID expressed 
satisfaction with being treated the same as other family members through such actions as being 
provided with personal space at home where they could have privacy and autonomy. 
“I have my own little room where I relax when I want. This makes me very happy 
because I organise myself there. It helps me learn how to be independent” (PWID4).  
4.2.3 Involvement of people with ID in family activities 
People with ID also expressed satisfaction with being involved in routine family activities. They 
felt it created a sense of belonging and gave them commitments to their families as well.  
“I do a lot of work here at home. I know how to sweep the house, collect firewood, fetch 
water from the river, take the cows to graze in the field and cut straw and maize stalks for 
the cows. When I’m done with the cows I get the key, open the gate for the goats and 
take them to graze in the fields down the hill” (PWID1). 




“It’s my responsibility to keep my room clean and neat. I can wash my light clothing with 
the strong hand. I only rely on my aunt to pay someone to wash the heavier clothes” 
(PWID4).  
Caregivers felt that activities at home helped the members with ID grow in independence and 
responsibility. 
“He knows the right time for milking and where to put the milk without help” (CG3).  
It was also viewed as a motivation to engage in various activities which helped the members 
build their esteem and feel valued. By involving members with ID in family activities, caregivers 
felt that it helped to view them in the same way as everyone else, which deconstructed the 
disabled identity. 
“As parents, it would be good if we did not regard our children as disabled so that we 
shall include them in many activities. When we look at the disability, it makes us not 
involve them” (CG in FGD)  
4.2.4 Interreliance on family members for supports  
Family members relied on each other financially, for companionship and in provision of direct 
supports for people with ID. People with ID acknowledged that they required support from other 
family members from time to time to help them accomplish tasks effectively. Support by family 
members helped them get organised during the day especially when they required extra help due 
to sickness. 
“My mother and sisters help me when I’m sick. Everyday my mother tells me what I 
should do” (PWID1).  
Family members also supported each other to manage financial constraints (CG4). However, 
circumstances did not always work out for them since sometimes it was challenging to find 
stable paying work.  
 
“Most of my children have gone to Nairobi to try and find jobs. A jobless person in the 
city has a tough life. In fact, they still get food from here to make ends meet. I cannot rely 
entirely on their support” (CG3).  
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Having family members with ID remain at home longer was also viewed positively as 
contributing to companionship to caregivers in old age when other siblings had relocated.  
“My child who has an intellectual disability is the only one remaining in the homestead 
since all the others have gone out of the house. I thank God because without him, this 
would be a very lonely place” (CG in FGD).  
4.2.5 Challenges of caregiving on families 
The main challenge expressed by caregivers was the strain on family members when they lacked 
support for members who required constant care. Family members had to make sacrifices to 
ensure the members with ID received support when they needed it. The need to remain at home 
to provide care meant that families had to forego income placing financial constraints on them. 
Alternatively, siblings had to forego schooling to allow parents to go to work while they 
provided care to the disabled member. 
“During school holidays, it is very difficult to manage care for our disabled daughter 
because we all have to go to work and the other children have to go for tuition. As the 
mother, it becomes so difficult for me to make sacrifice to stay at home. We need the 
money from my business because it supports schooling for the children and other family 
needs. Sometimes it’s the children who sacrifice to go to school so that they can remain 





Figure 4: Themes and sub-themes of parenting 
 
Parenting is a major role in the family unit which is defined in the Beach Centre FQOL 
Conversation Guide as raising children by ensuring their wellbeing, transmitting important 
values and preparing them for life. Parents offer the physical, material, financial, social and other 
supports required by their dependents to achieve their goals. In this study, parenting was viewed 
as an important aspect of FQOL, without which the family would suffer. People with ID were 
not interviewed on parenting role as none of them had a family of their own. However, they 
made important observations about the role they saw their parents/ caregivers play in their lives 
and this has been included in the analysis below. In this section, I present the findings on the 
importance perceived by caregivers of their role, their satisfaction with factors that helped them 
carry out the role effectively, and areas they prioritised as requiring supports. I will discuss the 
sub-themes presented in Figure 4 above supporting them with excerpts from the caregivers. 
 
Figure 5 below illustrates the importance of, priority of support in and satisfaction with the 
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Figure 5: Importance of, priority of support in and satisfaction with parenting 
 
The importance of parenting was reiterated by caregivers, who noted that in most cases they 
were the only ones their children looked to for any support they required.  
“As a parent, you might be the only one being looked up to for your children’s needs” 
(CG8). 
In this section, I discuss the factors that provided satisfaction in the parenting role and the areas 
they prioritised for support, especially financially, having knowledge and support from each 
other,  
4.3.1 Challenges of providing basic necessities for the family.  
Providing basic necessities for the family, however, was difficult for caregivers who felt they 
barely met the needs of the family sufficiently, let alone the additional needs of individuals with 
ID. 
“Life is so difficult. My children don’t know sugar and they don’t mind eating boiled 
maize, porridge or potatoes whatever will be available for the day. Once we are satisfied 
we can go to sleep and wait for another day” (CG2).  
4.3.2 Parents as advocates for people with intellectual disability 
Parents recognised their role as advocates for the people with ID within their own communities. 






































children’s conditions and way of life so that they were not misunderstood or mistaken for being 
wayward. 
“Educating people without disability about those who have one is important for disabled 
children to relate with them” (CG6).  
Participants with ID felt that caregivers had important roles in affirming them, strengthening 
their concerns and advancing their plans and hopes for future engagements. They recognised the 
role their caregivers played in supporting them to realise their dreams, helping them find greater 
clarity in their ideas, prioritising their day-to-day issues and the direct support they needed to 
achieve their goals. 
“Our parents discuss with us so that they can strengthen our concerns and help us achieve 
our goals” (PWID in FGD1). 
Additionally, caregivers felt they were strategic in the provision of protection to individuals with 
ID at home and in the community, sometimes mediating misunderstandings and the rights of 
their members. This gave the disabled members an impetus to demand respect from people who 
undermined their dignity or showed them disrespect.  
“He recognises when people don’t treat him well. For example, he tells his grandfather to 
stop handling him like a fool. He always asks me to arbitrate and insists that his 
grandfather should change his attitude especially when he tells him something or corrects 
him furiously” (CG3).  
Caregivers felt that a lack of information about disability by their neighbours posed risks, as their 
children’s actions could be misinterpreted and they could sometimes get punished for it. They 
therefore felt they had a responsibility to educate the community.  
“We as parents first need to get the people around us like our neighbours, to know about 
our children so that they can understand them. It will reduce the chances of risking 
danger such as being beaten when someone did not understand when your child speaks or 
acts out of ignorance” (CG7). 
60 
 
4.3.3 Providers of personalised care to individuals with intellectual disability 
Among the daily roles that caregivers engaged in, support for members with ID was a priority. 
This involved support in making good choices and decisions in the activities of daily living such 
as dressing, feeding, and bathing. 
“You have to tell him the difference between dressing up presentably to go to places like 
church and dressing up to go to the farm. He requires support making such decisions’ 
(CG3). 
Caregivers who had children with complex needs felt that the task was overwhelming when they 
were left to handle it alone in the family, which could lead to their neglecting important issues.  
“Parents require support especially if they have a child with special needs because they 
have more needs. It’s easy to ignore some important issues because the needs are 
overwhelming” (CG8).  
4.3.4 Working with disability agencies 
Caregivers expressed the need to be given information that would help them provide good care, 
especially when a child had complex impairments that required constant attention. Working with 
other programs in the community that provided disability services helped them with support and 
advice.  
“We wanted our son to join the local polytechnic but the social worker discouraged us 
from doing so. He advised us to let him remain at home to get used to doing manual jobs 
and find out his interests from here. Later we can then find the suitable course which he 
can enrol in at the polytechnic, building or carpentry” (CG3). 
4.3.5 Time available to care 
Because of the need to provide materially for the family through work, most caregivers could not 
get sufficient time to provide personal care during the day. 
 “Regarding care for the disabled one, it is difficult to balance work and staying at home 
with her so sometimes I make compromises and leave her in the house” (CG5).  
To balance the need to provide care and work, caregivers devised strategies such as setting 
routines for their disabled children, so that they knew when they would be receiving support with 
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feeding, changing, toileting and company. It helped the caregivers manage both responsibilities 
in a way that, according to them, wasn’t punitive to their children. 
“I have challenges with being there for my daughter the whole day. I developed a 
programme for her where she knows what time I will be home for her changing and 
feeding and I stick to these times. This programming of myself and for her lessened the 
stress she would have crying when I did not manage to be home when she needed me. 
She has adjusted herself to this” (CG1).  
However, a lack of time to give support was seen to affect the manner in which caregivers helped 
members with ID learn important skills that they required at home. They noted that a lack of time 
impacted negatively on their disabled family members who had potential skills that were not 
harnessed due to a lack of attention and guidance in activities such as cooking. 
“I was advised by the social worker to involve him at home in house chores and we have 
been doing that. I’m not so committed in it because I feel that I have other more pressing 
concerns like finding work and so we have not made much progress on that” (CG2). 
Skills development at home was also challenging as caregivers observed that the members with 
ID sometimes lacked interest or determination or refused to learn (CG7). Caregivers also felt that 
it was challenging to help their members with ID learn, especially if they had more than one 
disabled member in the house. The challenge noted was because of the different care needs that 
each one required, as well as the other responsibilities they had to carry out in the family. 
“It is very difficult especially because I have both Peter and his mother with the same 
condition. Their support needs are very different and I cannot meet all of them. 
Sometimes we compromise their needs because I’m unable to offer them the best 
support” (CG3). 
4.3.6 Cultural dilemma in supporting people with intellectual disability  
Some cultural issues were difficult for caregivers to decipher how to address them. One example 
was the issue of going through the rite of passage which culturally signified that one had entered 
adulthood. The significance of this ritual is that an individual assumes total independence, 
including having their own house away from the family house. Caregivers had difficulties 
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making decisions about whether or not to have their family members with ID follow this cultural 
obligation, noting that they would still be dependent after the rite. 
 
For the disabled person, failure to undergo the rite of passage meant that they were viewed as 
underage, which denied them adult privileges in the community, therefore increasing stigma. 
“I’m stuck regarding the issue of letting my son who has intellectual disability go through 
the rite of passage because culturally at his age, I should have him become more 
independent with his house outside our main one. Traditionally, it is the role of my 
husband to follow up the issue of going through the rite of passage for our son with 
intellectual disability. But he is not concerned because of our son’s disability. He has 
delayed and I would like to be advised how to go about it especially because he will 
remain dependent on us even after the rite of passage” (CG2). 
4.3.7 Support by spouses 
Some of the caregivers who were mostly mothers felt that they did not receive much support 
from their spouses when it came to issues of the disabled child. Neglect of the family was a 
major cause of stress in parenting and some caregivers were completely abandoned, having to 
manage the family alone. Some caregivers attributed this to having a child with disability for 
which they were blamed, while others felt it was because of poverty. Poor spousal support by 
fathers left families vulnerable and at risk of breaking up.  
 
“My husband is not supportive. I have challenges and it’s difficult to be a good parent in 
my situation. He does not take responsibility for the family. Without support from my 
husband it’s difficult. He doesn’t show concern for anyone in the family. He comes home 
late at night, goes to watch movies and leaves us without food in the house. I am so 
confused, I don’t know what to do. Many times, I have threatened to leave but he never 
changes” (CG2). 
 
4.3.8 Concern for lifelong supports for people with intellectual disability  
Caregivers felt that providing care to people with ID as they grew older became more 
challenging than when they were younger. 
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“When the person with disability grows older, parents feel more burdened if they have to 
remain with the person at home. When they are young children, it is easy to go with them 
wherever you want. When they are older they sort of become a burden. Some parents 
even despair” (CG6). 
Concern about the future was also shared by the individuals with ID. 
 “My aunt is growing older. I worry about the future and how my life will be without her” 
(PWID4).  
 
Caregiver concerns included the need for lifelong supports due to the uncertainty of life 
trajectories, and acquisition of life skills such as using money and transition into adulthood, 
among others.  
“As a parent of a child like Peter, my worries are around his future. What will it be like. 
I’m really worried about what will become of his life when he grows older. My son is 18 
years old and I’m worried about his future. He doesn’t know how to count money and I 
don’t know how he will manage adulthood. If I would know what I can do so that he can 
help himself then I would do it. As parents, we are not waiting for him to gain anything 
from education so we are really stuck on this issue” (CG7). 
“Let me say that I’m worried about their future because I’m growing older and I don’t 
know what their future will be like when I’m not there to support them. I only do the 
much I can because now I’m old. I cannot manage to do a lot of work” (CG3).  
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4.4 Physical/Material conditions 
 
Figure 6: Themes and sub-themes of physical/material conditions 
 
Physical and material conditions are the resources that were available to families in this study. 
Figure 6 above is a representation of the themes and sub-themes discussed below regarding 
Physical and Material conditions using supporting excerpts. In this section, I present the findings 
of the importance of, priority of support in and satisfaction with that participants had with 
physical and material conditions. Figure 7 below is an illustration of how participants perceived 
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Figure 7: Importance of, priority of support in and satisfaction with physical/material 
conditions 
 
According to participants, the importance of physical and material conditions was being 
influenced by factors such as location, education and employment of people with ID in this 
study’s context. These have been discussed below. Both caregivers and people with ID placed 
high priority of support in physical and material conditions for the family. Satisfaction with 
physical and material conditions was lower for caregivers than for people with ID, which can 
partly be explained by the fact that caregivers had a bigger responsibility to provide for the needs 
of the family.  
4.4.1 The economic face of care 
The situation in many families was one of dire material need. Most of the caregivers in this study 
were low income earners relying on casual work or small businesses to meet the expenses of 
their daily needs. Most casual work was found in farming and, according to caregivers, this was 
not a reliable source of income as it was very seasonal. 
“You can have two good weeks where you find work at least 4 days followed by a week 
without any work. During harvesting period, you can find a job everyday with a daily pay 
of Ksh 200 (approx. USD$1.5). When there’s no farm work it’s hard to manage. In a year 
ploughing, weeding and harvesting times give us some assurance of finding work, the 






































Caregivers were deeply dissatisfied, mainly with their financial situations, because it limited the 
basic needs provisions they could make for their children. 
“The challenge is not that the children are misbehaving but because they are not getting 
enough food in the house and I am not finding work easily and so they can go for days 
without food. That is why they started going to the streets. It’s common to find his 
clothes blood stained. People slap him a lot. He has recently become accustomed to ask 
money from people to buy himself food because there are days we have nothing in the 
house to eat” (CG2). 
Economic constraints in the family also interfered with the ability to make choices for people 
with ID whose needs were likely to be seen as secondary. This impacted on the manner they 
received other support for their needs and sometimes limited their functions.  
“Sometimes it is not possible to buy things we need in the house and cater for my 
personal needs” (PWID6).  
This sometimes-created conflict with caregivers when they were unable to provide for all needs. 
“Sometimes children ask for something I can’t afford and sometimes the things they ask 
for will cost a lot of money. For example, buying toys while we have other more basic 
needs like food. Financially we become constrained to meet all their needs. The child 
with a disability has more needs than the others and sometimes it’s difficult to manage 
them. He always insists you have to buy. He doesn’t know that sometimes you don’t have 
money. He believes you always have money and that is a challenge” (CG7). 
4.4.2 Physical location 
Some caregivers preferred to live in urban areas because of the possibility of employment 
opportunities. 
“We would love to have sufficient money to be able to support this child well, so we stay 
in town where business is better” (CG3).  
Living in close proximity to various social services was also important for families in order to 
access the services they needed easily. 
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 “To live in a nice place in a good neighbourhood. A place where you have majority of 
services you need. For example, a place where you find water for farming, a place you 
find space for gardening. A place close to health facilities, where I can take my children 
to hospital when they need” (CG7).  
However, this choice forced families to take up shelter in informal dwellings where the situation 
was deplorable.  
“Our house is small and we sleep on the floor with my children and cover ourselves with 
the blankets. The house is very cold, my husband just put cardboards on the inside 
recently” (CG2).  
4.4.3 Education for people with intellectual disability 
Caregivers expressed the desire to provide good quality education to their children for a good 
quality of life (CG2). However, providing education to individuals with ID was challenged by 
cost and the lack of quality. 
Cost of schooling 
Caregivers in this study felt that costs related to schooling for family members with ID were 
exceptionally high and barely affordable, especially because there were additional costs involved 
for personal effects required by institutions.  
“(Long silence ….) It has been very difficult to afford the support required for our 
daughter (sigh ….). For example, she is on medication that she cannot do without, we 
also have to buy pampers all the time. So, in terms of money, we spend a lot on her care. 
When it comes to the cost of her school, her expenses are too many especially in buying 
pampers. The school asks too much fees and personal effects for her. Most of the time we 
sell chicken and goats to manage some of the needs” (CG5). 
Caregivers felt that they made lots of sacrifices in the family, just to ensure that their members 
with ID went to school.  
“Huh! That is difficult. First of all, providing her needs for schooling like the uniform, 
personal effects are barely manageable. I have a salary of Ksh 5000 (equivalent to approx. 50 
dollars) per month. We have to make a lot of sacrifice in the house to afford to keep her in 
school” (CG8).  
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Quality of education 
The quality of education for people with ID was a challenge as it mostly only offered skills 
around routine activities of daily living. 
“Our children with disability tell us when nothing happens in school. Parents despair 
when the education of their disabled child does not improve and yet they have put so 
much effort to take them to school. They only seem to get trained on how to stay clean, to 
groom, they are fed and that is it” (CG6).  
Caregivers expressed desperation when their children did not gain a lot from an education they 
had invested a lot in. 
“My child just goes to school to pass time because nothing much happens in school. She 
has not gained any skills” (CG5).  
People with ID saw this as a form of discrimination and exclusion when they did not receive a 
quality of education that would be of benefit to them.  
“People with disabilities in special schools are not treated well. Some of my friends have 
spent a lot of time in school and for what? The teachers have the impression that we are 
not interested in education. The quality of education for us is poor since we are viewed as 
not capable of helping ourselves with it. Those are the things that make us feel treated 
like useless people. We are treated like [outcasts]–nitwateaniirio” (PWID2). 
Some caregivers noted that taking their disabled family members to school was inconsequential 
as they would end up spending a lot of money, disrupting family rhythm and, in the end, have no 
tangible results from the period their children spent in school. As a result, they preferred 
remaining home with their children and tried other economic ventures that would engage their 
children. 
“I decided that it was not a good idea to take my child to school to do away with the 
burden of care yet after two or three years she would be back home. It would be 
deceptive on my side to think that this will help me. I decided in my heart that it’s better 
for us to just live together within our means. Even if I could afford to take her to school, I 
would rather do something else to benefit our lives like buy a cow that will provide us 
with milk and give us nutrition and income for our needs.” (CG1). 
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4.4.4 Employment for people with intellectual disability  
Participants with ID felt that having work meant that they exercised independence. This was also 
an opportunity of social interaction in different environments. With an income from 
employment, they felt they would be able to make choices in the things they wanted in life. 
“I would really like to have a job to be independent and do the things I like. If I could get 
a job where I’m leaving home in the morning and coming back in the evening it would be 
an opportunity to visit places. A job would help me make money to buy nice clothes, 
shoes and the things I like” (PWID5). 
Caregivers said that their family members with ID often shared their dreams to plan their future 
in the same way other members of society did.  
“You know, my grandson would be happy to live like the other people. Having his own 
things, his own house. I usually ask him what he thinks about his future and whether he 
would like to have a wife and he tells me that he very much would like to marry and have 
his own child. He thinks about it.” (CG3). 
However, individuals with ID felt completely shut out from income generating activities by 
society. This was in part attributed to the fact that their education did not deliver the results they 
hoped for. The lack of employment opportunities was disenfranchising for them because it 
limited their ability to make plans and isolated them from engaging in life the way other 
members of society did. They felt that this discourse maintained them as dependent solely on 
their caregivers, even though they felt capable of having independence through their potential 
abilities.  
“I feel that it is difficult for me to plan for tomorrow because I don’t have the 
opportunities a person without disability has. I find it difficult to always depend on my 
parents in everything even though they are willing because I know I’m able to work and 
earn a living. They should help me only partially” (PWID2).  
In some instances when they received economic empowerment, they criticised the nature of work 
for failing to treat people with ID on an equal footing with other members of society. The said 




“Organisation X bought me a goat as capital for economic empowerment to support me 
but it is not enough. I need to be treated like the others” (PWID4). 
4.4.5 Feeling safe and loved 
Apart from caregivers who lived in the informal urban settings, the majority of the participants 
felt that they were safe at home and in the community. Caregivers also felt that community 
members showed respect to individuals with ID and did not demean them with words or actions. 
People with ID approved of feeling safe in the community. 
“This place is safe enough. I do not worry about her safety. I close my business at night 
and still walk home” (CG5).  
“We’ve never had any problem with security here in the community and you can never 
hear even the slightest mean word” (CG4).  
“I’m safe at home and in the community. There’s no problem with safety. I can move 
around without problem” (PWID4). 
Caregivers were mainly concerned about environmental hazards for and disorientation of family 
members with ID who would not be able to return home by themselves if they happened to 
wander away. This raised the need for having individualised support for disabled members to 
manage movement within their environments free from encountering accidents. Without support, 
family members with ID were kept safe by confining them within the house or homestead. 
“Normally I leave her locked in the house because I can’t leave her outside. It would be 
dangerous for her probably she could fall into a ditch or get lost and she cannot be able to 
say where her home is or bring herself back. And because she has severe disability, I 
leave her alone inside the house but I ensure she is safe” (CG1). 
4.4.6 Use of Transport 
Caregivers and people with ID could use and access public means of transport with ease. 
However, travelling was not common due to economic constraints (CG2). People with ID 
expressed concerns about getting individualised support to walk or use public transport for their 
personal safety and payment of fares. 
“Some situations can put us in danger even if you are independent. Walking on the road 
in town where motorcycles and cars are moving fast is dangerous for me. If I do not have 
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someone to help me cross the road, I prefer to remain at home. I usually travel by matatu 
(public transport). But I have to be with someone. I don’t know how to give the correct 
fare” (PWID3). 
Some individuals in the study had never travelled by public means because they were not 
engaged in any purposeful reason to travel. 
“I have never gone anywhere by car. There’s nowhere to go. I just stay at home. I don’t 
have a place to go” (PWID5). 
A lack of adaptive devices such as wheelchairs for people who needed them for transport also 
hindered travel. Carrying a heavy individual was cumbersome for caregivers, who opted not to 
travel or to leave the disabled person at home when they travelled, especially when they needed 
to walk long distances.  
 “She hardly uses public transport because she’s too heavy to carry. Because we use 
bodaboda which is not comfortable, we choose not to bother her unnecessarily. It would 
be a big hustle to travel with her especially if you will be forced to walk some distance” 
(CG5). 
4.4.7 Availability and accessibility of medical services 
Medical services were availabile and accessible to people with ID and caregivers. 
“I am able to go to hospital whenever I’m sick. I’m able to explain my problem to the 
doctor and they understand me well. I am given medication without problem” (PWID2).  
Success with medical care could be attributed to the national medical insurance cover for 
families offered by the state, and waiver of services in hospitals. 
“I have an NHIF card therefore I’m well covered medically with my family” (CG8).  
However, other health services such as Physiotherapy or Occupational therapy were not easily 
available in rural settings for participants in this study with multiple impairments who required 
them. Families expressed challenges with managing difficult conditions and felt there was need 
to have the services closer to them. 
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“It’s very difficult to receive therapy for our granddaughter nowadays. We were told to 
be doing it at home but sometimes she’s very stiff that nobody is able to do exercises to 
her” (CG4). 
4.5 Emotional wellbeing 
 
Figure 8: Themes and sub-themes of emotional wellbeing 
 
In this section, I will discuss the dynamics of thoughts and feelings that caregivers and people 
with ID described as their day-to-day experience. There was a significant difference in the way 
caregivers and people with ID perceived their emotional wellbeing. These differences are 
discussed below using the sub-themes presented in Figure 8 above.   
Figure 9 below illustrates the perception of participants on their importance of, satisfaction with 
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Figure 9: Importance of, priority of support in and satisfaction with emotional wellbeing 
 
The importance of emotional wellbeing was higher for people with ID than for caregivers. 
People with ID had low emotional satisfaction owing to the fact that having an impairment 
caused them to stand out in ways that made them prejudiced by the community. They therefore 
sought a high priority for support in helping them adapt in different situations as well as in the 
way disability was perceived in the community. Caregivers, on the other hand, had little concern 
over their emotional welfare, citing the need to be there for their members. In a sense, it seemed 
that they sacrificed their emotional health in order to support their disabled family members. 
They seemed to derive satisfaction with their emotional wellbeing on spirituality and resilience. 
Therefore, caregivers were relatively satisfied with their emotional wellbeing and didn’t have 
expectations from outside or professional support. What seemed to impact their emotional 
wellbeing negatively was poverty expressing the need for practical supports. 
4.5.1 Spirituality and Resilience  
Care had a significant spiritual meaning to caregivers, from which they drew strength to provide 
it every day. For some caregivers, having a disabled child was not a negative thing, as was 
commonly conceptualised by society. It was rather viewed as an opportunity to be of service to 
the disabled family member who they perceived as contributing to their human nature. This 






































enhancement of human relationships. They also described the experience as one that brings the 
experience of God closer to human nature, which is often perceived in abstract terms. 
“In our community, disability seems like a very absurd thing to happen to a family 
because we do not want it. My child on the contrary gives me the opportunity to serve. 
This is a God given gift and it leads to eternity. If I were to look at what is most valuable 
for me in life, this is one thing I would say is of utmost importance. I look at it now, not 
just for my child but I think it is the way I should be with the other people. The peace I 
receive by giving service to my child is an important difference although very hidden. It 
is an opportunity to serve, something we all need to understand and grasp and it is about 
knowing God. It is what that gives peace” (CG in FGD). 
“It is true that our disabled children are important. They help us to understand God 
among us. It is difficult to understand God but they help us understand God in some way. 
Caring for them willingly keeps our conscience and intentions pure in a way although 
that has not been easy but it helps me as a person. That practical way of giving care that 
can be exhausting has given me a little bit of understanding of God. I dedicated good 
time for caring for my child knowing that it is also helping me” (CG in FGD). 
4.5.2 Different perspective of disability 
Having an impairment was not viewed negatively by caregivers. The direct experience of having 
a disabled member in the family helped them recognise disability as a state anyone could get 
into. They therefore understood the importance of treating disabled members with the same 
dignity they would like to have. Depriving care to someone in need of it was viewed as negating 
their own existence or being in denial of something that they would embody anytime.  
“The reality is that disability is part of us. The problem for us is that people don’t think 
they can get disabled any time. They don’t give it a thought because it does not concern 
them if it has not happened to them. For us who have these children, it is a reality 
everyday. If we mistreat or mishandle them, we are doing greater harm to ourselves” (CG 
in FGD).  
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4.5.3 Stress because of difference 
People with ID, on the other hand, placed high importance on emotional wellbeing. They were 
concerned with the fact that impairments gave them obvious physical differences that made 
people look at them differently.  
“I ask myself why I’m different. When I take long to say something that I wanted to 
mention easily, I’m worried about my tongue. I feel bad. I would like to speak faster” 
(PWID1).  
They expressed dissatisfaction in terms of the impairments causing them to miss out on social 
interaction, which resulted in loneliness. 
“My language is not very clear, so it may not be possible for people to understand me 
well. So, I don’t have friends” (PWID4).  
For the majority of them, their lives revolved around being at home with family members or just 
their parents. 
“I’ve stayed at home for so long. It has been so long. Now we live with my father. I think 
about so many things. Nowadays I come to the shopping centre just to see what people 
are doing. Outside home, I do not have a lot of friends or support. I have never seen 
anyone who is interested in me. We are at home only with my father and it’s very lonely” 
(PWID3). 
4.5.4 Community prejudice, stigma and discrimination   
Although in parts of Kinamba and Nyahururu people with ID felt safe and loved, in some 
neighbourhoods in Nyahururu and Ol’ngarua, caregivers cited the community’s negative 
perception of disability as contributing to stress. 
“I’m satisfied with my child and our life but the challenge is that we operate in a society 
that does not accept us” (CG1).  
Caregivers felt that people with ID were not regarded as part of society. 
“They even don’t regard her as existing. Nobody has ever asked me about her” (CG8).  
Cultural beliefs upheld in the community viewed disability as caused by curses, witchcraft or 
something bad done by the family. 
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“Most parents are asked by their families to find out the cause of disability for their 
children and this causes stress because it is believed mostly that either it was a curse, 
bewitched or something wrong with the family. So, parents can spend a lot of time in life 
trying to find out about this causes that are believed to cause disability and seeking help 
in the wrong places from the wrong people” (CG1).  
Being disabled was viewed as undesirable by community members and it provoked negative 
reactions such as pity or dismay. For example, people viewed disability as contagious and would 
react by moving away or keeping at a distance once they realised they were in close proximity to 
a disabled person (CG6). People with ID would be publicly disparaged in communal settings.  
“Sometimes my daughter will tell me, ‘Mum, I was in a place today in town and people 
were just staring at me. One person said, look at a small girl with such big breasts and 
she’s dragging her feet while walking’. People stare at her most of the time and with the 
sexual abuse it is humiliating. She knows that people regard her differently are mean 
towards her and she reports it to me” (CG8). 
In some instances, vilification from peers often made people with ID abandon their goals, which 
contributed both to disenfranchisement and isolation.  
“I was training in wood work but I don’t like going to the polytechnic. The other students 
were laughing at me and mocking me so I stopped going there. They were insulting me at 
the polytechnic” (PWID5).  
People with ID also dropped out of local schools close to their homes because of stigma when 
children in mainstream schools could not accommodate them. The circumstances forced them to 
go to boarding schools away from home, which had financial implications on already constrained 
families.  
“My grandson used to go to a nearby school but the teacher asked him to remain at home 
because other children used to fear him because of epilepsy. We have to take him to a 
boarding school far away” (CG in FGD). 
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Discrimination was prevalent even from administrative structures that people with ID expected 
protection from. Being labelled ‘intellectually disabled’ automatically excluded them from 
participating in communal activities. 
 “You will find that the village elders do not listen to them or give them an opportunity 
for work or participation in any forum. Simply because they think they are not capable 
because of intellectual disability” (CG in FGD).  
4.5.5 Stress due to poverty 
The state of deprivation in families was a huge distress to the caregivers and seemed to get 
magnified by the need to offer other support to the intellectually disabled individuals. 
“I feel under too many trials and I wonder if God created me only to have problems to 
this extent. I look at how much my children are suffering too, we sleep on the floor 
without mattresses. I ask God why my child with a disability cannot become intelligent 
and go to school like other children” (CG2).  
4.5.6 Support from outside   
Participants in this study were not familiar with professional psychological support for their 
needs (CG3).  Even regarding issues of disability, caregivers did not feel the need to seek support 
from friends. This could be attributed to the negative attitudes in the community towards 
disability. The only support that was sometimes considered was financial help.  
“Rarely will you get such support from friends. There are different kinds of problems. 
Some issues are personal while others require the attention of the community. For issues 
arising from people with disability, that is considered a personal problem. You can only 
seek financial help from people for their needs” (CG3). 
They believed that friends were in similar positions of need and would be difficult to get help 
from. 
“What will friends help you with? My friends are just lowly people like me” (CG8).  
4.5.7 Time to pursue personal interests 
Caregivers expressed satisfaction with emotional wellbeing, viewing care as a personal 
responsibility. This view seemed to be a suppression of their own feelings, while wanting to 
remain altruistic to their family members with ID. 
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“It is true I have a big responsibility in caring but my work is my responsibility. I don’t 
get tired of doing it. It gives me satisfaction so I’m determined. My responsibilities are 
my personal interests” (CG3).  
Relying on each other to support the disabled member helped family members have personal 
time to pursue their own interests while others took care of the member with ID. 
“We are able to have personal time because we just plan ourselves and take turns about 
who will remain at home with the child. We can say that for us we are able to pursue our 
personal issues because of supporting each other. It’s not just us as grandparents who 
support our daughter but her brothers and sisters usually give a helping hand. They will 
ask to spend some time with the child at their homes” (CG6). 
However, in some instances, caregivers recognised that they experienced burnout, which 
sometimes could have adverse effects on their emotional wellbeing, for which they required 
support. 
“I feel that parents do require to have moments they are sharing about their difficulties 
when they are stressed. Some of them kill themselves when things become too difficult” 
(CG4). 
For people with ID, personal time was viewed as when they engaged in recreation. However, 
such moments were viewed as very limited because of a lack of social networks and hence they 
did not have a range of ideas of how to spend their personal time. 
“I don’t know many things to do for leisure. I have a lot of time that I spend probably 
looking after the goats or sweeping the compound and cleaning up my room. That’s how 
my personal time is spent or just relaxing alone at home” (PWID4).   
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4.6 Disability-related supports 
 
Figure 10: Themes and sub-themes of disability-related supports 
 
Disability-related supports was the opportunities and services that enabled caregivers and people 
with ID to go about their daily activities effectively. In this section, I present findings on the 
importance, satisfaction and priority caregivers and people with ID  placed on disability-related 
support. What arose as the sub-themes in disability-related supports were the need for 
information on disability, schooling, support with work for people with ID, supports for people 
with multiple impairments, recognition of individual rights, and government support. These sub-
themes are discussed using excerpts from participants. 
Figure 11 below illustrates the importance of, priority of support in and satisfaction with 
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Figure 11: Importance of, priority of support in and satisfaction with disability related 
supports 
 
Discussing disability support was recognised as important by caregivers as well as individuals 
with ID. The importance, priority of support and satisfaction with disability-related supports 
were influenced by information on disability, notions of individualised supports, medicalisation 
of ID, Rights of people with ID and government contribution to services of people with ID. 
Caregivers felt that there were very few instances of disability-related supports and that both they 
and the community around them had a poor conceptualisation of supports. Caregivers saw the 
study as an opportunity to explore their own conceptualisation of supports. 
“You have made me think more about my daughter and even know that I need to know 
more about my daughter. I did not know they need support” (CG8).  
People with ID felt that supports was of high importance to help them make progress in life and 
was hence a high priority. 
“People with learning disabilities like myself and my mother need help to be get good 
skills for work. If you give a little help, tomorrow you will notice a good change and this 






































4.6.1 Information on disability 
Caregivers attributed the lack of supports to limited knowledge of ID (CG2). Further, there was a 
feeling that professionals themselves sometimes did not understand ID and therefore were unable 
to discharge their duties effectively.  
“In the hospitals, I see that even doctors do not know about disability well. Some will 
refer you to bigger hospitals for a small sickness just because they saw your child has a 
disability, or just scribble a diagnosis and medication without doing tests. They are 
anxious about disability and fear to prescribe medication” (CG6). 
Without a good understanding of ID and associated conditions, caregivers felt incapacitated to 
provide supports efficiently.  
“My daughter is difficult to understand. It’s difficult to understand how her mind works. 
It’s difficult to train a child like her because she has Downs syndrome and we are not 
trained as parents on how to manage it” (CG8).  
Having the right information was perceived to contribute to fewer psychological problems and 
provide ease for families to manage their disabled members. 
“The people who give information about disability should be trained to give the right 
information to reduce the amount of stress parents go through” (CG4).  
4.6.2 Schooling 
Schooling was viewed as an important aspect of growth for individuals with ID. Caregivers 
observed that through schooling, people with ID learnt a few activities and were socialised. 
School also offered an opportunity for interaction with peers.  
 
“The first thing I noticed when he went to school is that he learnt how to play with other 
children. He never used to play. In school, they teach them how to socialise. He was also 
taught how to bath himself. I’m happy because now I don’t give him a bath. The teachers 
give them the support to learn these activities. The children in the mainstream school 
support those in the special unit. The children from mainstream classes were assigned to 
look after the pupils with special needs. At school, I feel he is given responsibility to take 
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care of the other disabled children and this is good for him. He grows in responsibility” 
(CG7). 
However, caregivers expressed challenges with the nature of power relations played out in 
educational institutions, which they felt created the possibility of their children with ID being 
exploited owing to gullibility. Because of the necessity of having their children in school even 
with few facilities available, the caregivers opted to remain silent about the situation. 
“Parents were asked by the teacher to stop visiting the children in school but we can see 
that things are not going well. We remain silent because we need our children to be in 
school. The situation in schools needs to improve” (CG5). 
People with ID liked school but felt that they did not make any educational progress (PWID 1). 
Caregivers supposed that the situation was likely due to the poor capacity of teachers to work 
with people with ID (CG8). They also observed that schools lacked supervision of the quality of 
education people with ID were getting and its impact on their lives, hence the poor outcomes. 
“Situations in special schools are not checked especially in looking at the quality of 
education. I feel that there needs to be supervision and something happening because 
parents are desperate and angry” (CG6). 
4.6.3 Individualised supports for individuals with intellectual disability 
With poor educational outcomes, people with ID did not successfully progress into vocational 
training and careers. The situation may also be attributed to a lack of individualised supports. 
Families managed to empower their members in alternative ways, such as providing them with 
small pieces of land to manage and receive an income from crops they grew (CG3). This was 
only possible for the few families who had land. They also felt that the possibility for individuals 
with ID to work in the community was hindered by the general belief that people with ID could 
not work, for which they felt the need for advocacy.   
“You can even work with the village elder. I think you are not asking for something 
unreasonable. This is a common thing and should be possible. It would help people 
change their ideas about people with intellectual disability” (CG in FGD 1). 
The necessity for individualised support was expressed over concerns about exploitation of 
individuals with ID when left on their own to fend for themselves.  
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“They get exploited by employers who give them a lot of work and will not give them a 
pay equivalent to the work. Or sometimes, as long as you buy them something to eat, 
then they don’t even ask for pay. I have seen neighbours who buy mandazi worth Ksh 10 
and give a young man with intellectual disability cows to graze the whole day” (CG in 
FGD 2). 
4.6.4 Supports for people with multiple impairments 
Caregivers expressed having challenges with a lack of rehabilitation services, respite care and 
unavailability of adaptive devices for individuals with profound ID and multiple impairments. In 
some circumstances, families were forced to make choices between taking their children to 
school at the expense of other needed services or vice versa. They cited the need for holistic 
approaches to rehabilitation where education was available together with services such as 
physiotherapy or occupational therapy in schools which the disabled members needed. 
“When my daughter joined school, I stopped taking her for therapy. She has deteriorated 
because in school she is placed on the wheelchair the whole day and they do not receive 
such services as therapy. I think in school they care for other issues but not therapy needs. 
She has developed contractures and it is now painful to stretch her” (CG5). 
Adaptive devices such as wheelchairs were difficult to acquire as well as expensive and so 
difficult for families to afford. They also raised concerns that when adaptive devices were 
prescribed and provided for use by people with ID in schools, teachers and support workers in 
school did not follow-up on proper management of the intended device use or the devices ended 
up not been used at all which led to physical deterioration of disabled members.  
“It’s not easy to get a wheelchair because they are not available and when you get one it 
is very costly. It is painful for us to see that when we do our best to acquire the devices 
they are not put into good use in school. We bought a corset for our daughter to correct 
her back but it was only used for only one year at school. It still is very new and was very 
expensive to buy but it was useless to spend so much money for nothing. She has 
overgrown and can no longer use it” (CG5). 
A lack of adaptive devices was also viewed as a hindrance to accessing places of interest and 
limited social interaction of individuals with multiple impairments.  
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“If your child requires a wheelchair to move and it is not available, how do you take them 
to school? It’s difficult to get the things the child needs to be able to be in school. They 
also lack company because they remain in one place all their life” (CG6). 
The challenge of managing individuals with multiple and profound impairments at home was 
raised by caregivers. Caregivers expressed a lack of ability to handle or teach the individuals 
some skills. The need to have support services by agencies (respite care) was suggested as an 
alternative that would assure families of protection and good care to meet the needs of their 
disabled members. “Having a safe place that is nearby where I can leave my child during the day 
when I go to work could make my life easier” (CG1). 
“Support for children who do not know how to feed, who lack some level of self-
awareness, those who do not know whether they are clean or not is quite demanding. 
They need someone who understands them and helps them to achieve some goals as other 
people” (CG6). 
4.6.5 Rights of people with intellectual disability 
People with ID stressed the need to be treated the same as other people and with respect. They 
felt that increased focus on the impairments led to magnification of disability. 
“It’s very important to listen to us and to view us as important people” (PWID2).  
“I would like that people take my opinions seriously regardless of my disability” 
(PWID4).  
Some of them felt constrained within the home and were not allowed the same independence and 
autonomy as their siblings.  
“I live with my grandmother but would like to move away from home like my elder 
brothers” (PWID5).  
4.6.6 Government support 
Caregivers felt that the government lacked clear guidelines of policy and practice towards 
support for people with ID.  There was poor arrangement of services, the dissemination of 
information for people with ID was not consistent, and there were no clear structures for 
information to reach families.  
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“We have challenges because my mother is old. Whenever issues about disability are 
being discussed she may not know about it or maybe she did not attend the meeting and 
important issues were discussed. There are no other ways of helping us know what 
happened in the meeting.  We only came to know about registration of disabled people 
recently when others had already registered. We rely on the goodwill of other parents to 
help us know important issues” (PWID1). 
Although government provided some money (cash transfers) to support families with disabled 
members, caregivers reported inconsistency with these transfers, as well as how meagre the 
amount was compared to the needs of the disabled member. 
“Although I do receive Ksh 2000 (approx. 20 dollars) from the government, the amount 
is negligible compared to the needs of my child. There also lacks consistency in the 
money given. It’s possible to receive it just once to three times a year” (CG1). 
Due to a lack of clear structures, caregivers felt that they often risked exploitation by individuals 
who collected and used information regarding disabled people for their personal gains. As a 
result, they were cautious about getting involved in initiatives that posed as disability service 
providers in the community because they couldn’t tell when people were genuine or not. 
“We have once been told to register as people with disability, but nothing happened after 
that. We feel exploited by people who keep registering us, asking for pictures and 
promise support which never materialises” (CG3).  
86 
 
4.7  Community supports 
 
Figure 12: Themes and sub-themes of community supports  
 
In this study, a sense of belonging to the larger society and cultural beliefs influenced family life. 
Community supports were viewed as integral to individuals with ID to feel a part of society, 
grow in their independence, and form relationships. Characteristics of the African ethic of 
ubuntu, where human beings are viewed as dependent on each other for progress, were expressed 
through sharing in the community and supports for people with ID by service providers in 
collaboration with the families. These aspects are discussed using excerpts from the interviews.  
4.7.1 Fostering autonomy, independence and social integration of People with ID   
Social integration was described as being possible when community members collaborated in 
support of individuals with ID and with service providers in the community. According to 
caregivers, successful integration happened when community members were not overly 
preoccupied with the presence of ID but rather focused on the capacities one had.  
“Yes, my grandson even takes himself to hospital when sick. I just write my telephone 
number on the hospital booklet and tell him to tell the doctor to call me if need be. He 
takes himself to hospital and is treated well. He goes to church even as far as 4 km away 
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Some families in Nyahururu and Kinamba felt that, to a certain extent, members with ID were 
socially integrated in society. This was described people with ID being involved in community 
activities together with their peers. Caregivers expressed satisfaction with it because it gave a 
sense of belonging to individuals with ID. 
 “When people get used to them, they view them as part of them. People in our 
community don’t view them differently. They see them as normal people even though 
they behave differently. They will know they have an intellectual disability and even 
though they say something that they did not expect, they understand them. He goes for 
community celebrations such as after boys in the community are initiated into adulthood. 
He will go for the ceremony because he is also counted among the adult young men” 
(CG3). 
4.7.2 Mutuality of supports  
Mutual relationships with community members were described as supportive by caregivers. 
Some of such initiatives included volunteering to offer support or provide for needs that families 
were unable to meet.  
“The teacher has been very kind to me. She committed my neighbour to help me care for 
this child with a disability. They follow all issues about medication and when my son is 
hungry, she gives him food” (CG2). 
In Kinamba, to mitigate the effects of poor material conditions, community members in one 
village would pool resources together and provide each family with sufficient food on a monthly 
basis. It ensured good nutrition and that at least children were given daily meals. Such 
interventions also kept the community united. 
“Being in the group helps us support each other and we believe it keeps us united. We 
don’t compete about who is richer and hence we ensure that families at least afford basic 
items like food. In this way, children in the neighbourhood don’t feel that they cannot 
afford good meals in their homes” (CG4).  
In summary, satisfaction with FQOL for PWIDs in this study setting were determined by safety, 
family supports and participation. For caregivers, satisfaction was drawn from community 
supports and cultural traditions. The influence of culture was seen in how they developed 
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resilience from the point of view of an ethics of care drawn from cultural ethical provisions of 
ubuntu.  
Figure 13 below presents the priorities for supports drawn from the factors that detracted from 
FQOL. For PWIDS, these involved a disabled identity, inequality, poor education and vocational 
training, unemployment, lack of recognition of human rights, stigma and loneliness. For 
caregivers, priorities for supports revolved around low socio-economic status, lack of disability 








5 CHAPTER FIVE: DISCUSSION 
5.1 Introduction 
The purpose of this study was to determine the FQOL of people with ID and their families in 
Kenya with an aim of identifying their support needs. The research questions were: 
1. What is the family quality of life as perceived by people with intellectual disability and 
their parents/caregivers in Nyahururu? 
2. What are the perceived support needs of people with intellectual disability and their 
parents/caregivers in Nyahururu? 
In this chapter, I will discuss the findings about what constitutes FQOL from the perspective of 
individuals with ID and caregivers from Laikipia County in Kenya. Caregivers in this study are 
family members who are responsible for caring for the individual with ID. As per global 
findings, FQOL for people with ID consists of family interaction, parenting, physical/material 
wellbeing, emotional wellbeing, disability-related supports and, in addition, community supports 
for the Kenyan context. To the best of my knowledge, this is the first undertaking a study of the 
FQOL of individuals with ID in Kenya with the aim of identifying their support needs.  
5.2 Family quality of life of people with intellectual disability in Kenya 
Following the analysis in Chapter 4, this chapter discusses how the three main factors: poverty, 
rights of people with ID and community integration influence the FQOL of people with ID and 
caregivers in Nyahururu, Kenya. The discussion about poverty raises the awareness of how 
politics of poverty reveal power dynamics that can hinder or deflect satisfaction with FQOL in 
materially deprived contexts. Additionally, dynamics of gender disparity and low-income levels 
which become a vicious cycle contributing to material hardships experienced by the family are 
highlighted. The issues of concern discussed here regarding the rights of people with ID in 
Nyahururu revolve around education, work, accessibility to services and individualized supports. 
Finally, community integration is presented following the great yearning for a sense of belonging 
presented. The factors that hinder it such as community attitudes, stigma, cultural practices and 





The majority of caregivers in this study argued that material hardships rendered them unable to 
provide for the important needs of people with ID. Being dependent on casual work meant they 
had inconsistent and poorly paid sources of income (approx. US$ 2 per day). In the literature, 
financial stability has been shown to be essential for families of people with ID so that they can 
manage care needs appropriately such as health needs, having personal assistants, and other 
services the individual might need (Arnold, Heller & Kramer, 2012; McNally & Mannan, 2013). 
Caregivers in the study felt that although material wellbeing was far from meeting their daily 
needs, it was not isolated to families of people with ID. 
5.3.1 A cross-cutting issue 
Despite the fact that various needs a member with ID could have economic ramifications on the 
family, disability activists argue that magnifying poverty as an important characteristic of 
families with people who have ID is a misconception that sustains oppression and discriminative 
practices towards them (Thomas, 2002). Viewed as poor people, such families risk being viewed 
as people who are at the mercy of those who help them. The power relations involved in the 
politics of poverty deprive families of the power to believe in themselves and to claim their 
rightful place in society (Berghs, Dos & Zingale, 2011). Such imbalance of power leads these 
families to submit to those who help them despite having a full understanding of the family’s 
experiences and needs. The family’s needs therefore go undiscovered and unmet when the voices 
of family members cannot be heard. To discover the needs of families with people with ID, 
practical involvement of family members is essential. 
An example of how the balance of power worked is seen in Kinamba where community 
members pooled resources together to manage feeding needs of families to mitigate the effects of 
poverty. The culture of sharing resources was born out of the need to have each person’s basic 
needs met for the greater wellbeing of everyone. Such initiatives borrow from a culture of 
ubuntu, which worked for families. In this way, the community had a way of contributing to a 
family’s material needs in a way that did not project poverty as a problem solely affecting 
families that had people with ID.  The example of the community in Kinamba, which stems from 
a belief in the culture of sharing resources, enriches the understanding of the value of 
strengthening good cultural practices and beliefs for the good of not only families of people with 
ID but as a sustainable support for families of people with ID by society generally.  
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5.3.2 Income of caregivers and gender disparity 
The income of families of people with ID has been shown to be influenced by the ability of 
caregivers to go to work (IASSIDD, 2013; Robert, Leblanc & Boyer, 2015; Brown, 2017).  
Caregivers needed to remain home to look after individuals with ID with high dependent needs. 
In most cases, mothers remained at home, as caregiving in the study’s context was largely 
regarded a woman’s role. The various responsibilities for the family and care for the disabled 
member were therefore assumed by mothers. Traditional practices in this sense seemed to be 
more oppressive of women than supportive. Women seemed to have internalised the oppression 
without expectations to receive support from their husbands. This made caregiving a gender 
issue because of the assumptions of the role in parenting in Kenya. Scott (2010) observed that 
this led to economic exclusion of women. Families also became socio-economically 
disadvantaged as they mostly relied on mothers who traditionally were perceived to assume the 
caregivers’ role. The impact of caregiving on women in Kenya needs to be studied further for 
better articulation of required supports for women and their families.  
5.4 Rights of people with ID 
Issues of rights of people with ID were a big concern to families and people with ID around 
education, work, access to environments and having individualized supports for people with ID. 
5.4.1 Education of people with ID – A systemic discrimination  
Education has been seen to improve the livelihood of people with ID. The possibility of gainful 
educational ventures for people with ID has been facilitated through individualised supports 
which are dependent on personal characteristics and contextual factors (Robertson et al., 2007). 
The value of education in this study’s context could not be overstated. Education was viewed as 
a very important factor contributing to the wellbeing of members in society, a view which was 
enhanced by the belief that, with education, life improved and poverty lessened. This was 
because the community believed that education offered opportunities for self-development and 
future engagement.  
However, the high cost of education in schools for people with disability revealed a form of 
systemic discrimination, where individuals with ID had to attend special schools which were not 
free, as it was for their peers in mainstream schools. Additionally, such schools were mainly far 
away from home. As these were boarding schools, parents had to provide for the upkeep and 
personal effects of their children, placing huge economic burdens on the already economically 
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disadvantaged families. Families plunged into further vulnerability when affected by economic 
crises, such as trying to salvage the situation by selling the little property they had. 
People with ID in this study reported receiving very poor education. The quality of education 
provided to members with ID in Kenya was challenged on the basis that it lacked structure 
(curriculum) and systems of support. None of the participants in this study had gained tangible 
vocational skills they could rely on for career development. In school, emphasis was put on 
hygiene issues and skills of daily living.  
Caregivers also expressed displeasure at being locked out of the educational discourse of their 
children, citing power challenges with educational institutions. Desperate to improve livelihoods 
of people with ID, caregivers fell prey to exploitation by community members who disguised 
themselves as disability support services providers to source funding from donors, only to benefit 
themselves economically.  
5.4.2 Work for people with ID 
Work has been viewed as an expression of dignity, an opportunity for self-determination, 
autonomy, social interaction and increased independence for people with ID (Balandin, 
Llewellyn, Dew, Ballin & Schneider, 2006). Filmer (2008) notes that there is a vicious cycle 
caused by low school attainment for people with disabilities in low-income countries, leading to 
poor economic and work outcomes. Consistent with findings from a study in Nairobi, people 
with ID hardly made it to the job market (Musima, 2014). 
Owing to poor educational outcomes, the alternative for people with ID was to turn to odd jobs 
which other community members did not like. For example, some members with ID reported to 
be preoccupied with grazing sheep, goats or cows as vocational and economic empowerment. 
Such empowerment interventions were challenged on the basis that people with ID got treated as 
a homogenous group lacking variety and therefore that these interventions were discriminatory in 
nature. The interventions were also seen to sustain prejudice against people with ID as being 
seen as unable to work. Being not able to work and engage with other members of society also 
contributed to social exclusion. People with ID therefore relied entirely on their families and 
well-wishers for their financial needs. Their right to self-determination, choice and autonomy 
were therefore grossly curtailed. Reid-Cunningham (2009) notes that such experiences result in 
people with ID systemically being socioeconomically disadvantaged. 
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In a bid to bridge the gap of such inequalities, rights-based approaches have been preferred as 
pre-requisites to achieving meaningful employment for people with ID (Lysaght, Ouellette-
Kuntz & Lin, 2012). The constitution of Kenya recognises the Kenyan Disability Act (developed 
in 2003 and reviewed in 2015) which provides for the rights of people with disabilities. Article 
54, section 18 part 3, provides special considerations for people with ID with regards to 
developing curricula that provide formal education, skills development and opportunities for 
self-reliance. What becomes apparent is that special considerations for reasonable 
accommodations only recognise the rights of people with physical impairments. Those of people 
with ID who require supports beyond physical adjustments to integrate well into society are not 
considered. This requires an adjustment of legislation and the development of policies and 
guidelines to consider supports for people with ID who already have challenges with education 
and employment due to a lack of supports in Kenya. Article 17 of the UNCRPD, which Kenya 
has ratified, states that every individual with disability has the right to be respected for their 
physical and mental integrity on an equal basis with others.  
5.4.3 Access to services 
Accessibility of environments, communication, safety and security are markers for decent 
livelihood which people with disability have lobbied for in many countries. They are enshrined 
in the UNCRPD (2006) and reported as essential in the World Report on Disability (WHO, 
2011). In this study, accessibility had two different dimensions: Location and availability of 
devices.  
1) Location 
Caregivers and individuals with ID in this study were concerned with having decent housing and 
proximity to essential services such as hospitals, schools, shops and churches. Decent housing 
was expressed as a factor that would convey the message that members with ID have human 
dignity and need to be treated as such. Proximity to the services required by people with ID also 
made it easier for families to support their members in accessing the services. This influenced 
family decisions about where to live. Some of the families moved to urban settings to easily 
access these services as well as to find casual jobs for the caregivers. The decision did not always 
achieve the desire for decent housing as this came at a higher cost than families could afford. 
Moving into Nyahururu, the main town, forced them to live in informal settings. The risk 
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involved in the informal settings was to the security and safety of people with ID. In order to 
change the public perception of people with ID, families expressed the need to be supported to 
afford decent housing and considerations of having services in close proximity, especially in 
rural areas where it was relatively safe for people with ID.   
2) Availability of devices 
For caregivers who had an individual with multiple impairments, the lack of adaptive assistive 
devices was cited as a major challenge. Scarcity of commodities and the costly nature of adaptive 
devices such as wheelchairs was further cited. Disability activists have seen this as a systemic 
oppression and discrimination of individuals with disability that serves to exclude them in 
society (Thomas, 2002). Accessibility for multiply impaired individuals in this study was greatly 
hindered by the factor of cost and availability. Caregivers cited physical deterioration which 
further increased impairment and limited the disabled member’s functioning. Caregivers also 
noted that a lack of such devices affected the social interaction of the people who relied on them 
for mobility.  
5.4.4 The need for individualized supports for people with ID 
The International Classification of Functioning, Disability and Health (ICF) recognises the role 
played by personal and contextual factors in hindering or promoting participation and 
functioning (WHO, 2001). Individuals with permanent impairments are therefore disadvantaged 
when viewed as not capable of participation where even simple interventions such as helping 
them cross the road would effectively enhance their wellbeing. In this study, poor outcomes in 
education and work was related to the lack of provision of individualised supports for people 
with ID in the spheres of life that they required it. A lack of these supports contributed to low 
attainment in education, feelings of inadequacy with employment, low participation in everyday 
activities and low social interaction. Personalised supports for individuals with ID have been 
highlighted in several studies as enhancing functioning at home, school and work (Luckasson et 
al., 2002; Salvador-Carulla & Saxena, 2009; Thompson et al., 2009; Harris, 2013; Tassé, 
Luckasson & Nygren, 2013; Bertelli et al., 2015).  
The lack of provision of individualized supports seem to emanate from people with ID being 
viewed from a medical model perspective in Kenya. The medical model perspective leaves most 
interventions at the level of addressing the impairment rather than seeking to reduce adaptive 
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limitations through providing supports (Luckasson et al., 2002). When interventions failed, 
blame was put on individual limitations, therefore admonishing the individual with ID. Providing 
individualized supports was seen as a necessity to bridge the gap of inequality that exists 
between people with ID and the general population. Supports for adults with ID have ranged 
from support for practical things, work, independent living and disability-related services, which 
was a similar finding in this study (White & Hastings, 2004; Davis & Gavidia-Payne, 2009; 
Hole, Stainton & Wilson, 2013). The costs of having individualized supports for people with ID 
however would be a further financial burden on families. The need to be supported to manage 
expenses related to providing supports for their members with ID was highly recommended. 
5.4.5 Dealing with future uncertainties 
Consistent with findings from two studies, as the needs of the individual with ID kept changing 
with life transitions, families would worry about the future, supports and finances (McConkey, 
McConaghie, Barr & Roberts, 2006; Leonard et al., 2016). The ageing of caregivers and a lack 
of information regarding ID were cited as challenges caregivers faced when their adult disabled 
family members transitioned into adulthood. As in other studies, families had real uncertainties 
regarding the future of their members, which was associated with a lack of organised support 
services as well as insufficient resources for the family to access the services their members 
needed (Gona et al., 2011; IASSIDD, 2013). A lack of systems that coordinated services for 
people with ID contributed to the challenges the families faced with disabled members. In a bid 
to secure certainty for the future of members with ID, families fell prey to exploitation by 
‘disability actors’. This highlighted the need for family rights perspectives and the state provision 
of support services for families in Kenya that needed to be put in place.  
As the WHO Atlas ID observed, the haphazard deployment of government services for people 
with ID in different programmes contributes to lack of harmony and results in little or no 
attention to the discourse (Mercier et al., 2008). The absence of the ID agenda in governments 
contributes to a devaluation of people with ID in society with eventual inequality, stigma and 
discrimination. This further disadvantages people with ID who, because of the nature of 
impairments, lack the social capital to mobilise government into considering their needs 
(Adnams, 2010; WHO, 2011). Advocating for family support services in Kenya would be an 
indication of the commitment to bridging the disparity in the livelihoods faced by people with ID 
and a propagation of their inherent rights. However, according to people with ID, the provision 
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of services and advocacy for their rights are not enough to bridge the gap of inequality. A sense 
of belonging fostered by relationships needs to be cultivated (Asselt-Goverts et al., 2015). 
Caregivers in this study reiterated the need to deal with community attitudes towards disability 
more than provision of services. Changes in attitude would change a lot of things, including 
provision of the services, how they were provided, and the reason for the services.  
5.5 Community integration 
Participants in this study expressed how being integrated in the community would serve as a 
strength to their family quality of life. The ICF (WHO, 2001) and the World Report on Disability 
(WHO, 2011) highlight how attitudes and cultural beliefs contribute to the experience of 
disability. In this study, cultural and current practices, traditional beliefs, intersections in 
disability served to further alienate people with ID and family members from mainstream 
society. The negative perceptions and attitudes towards people with ID seemed to be based on a 
poor understanding of ID. On the other hand, participants in this study viewed some cultural 
values as a strength to FQOL reiterating the values of Ubuntu. Harnessing the benefits of ubuntu 
would shape the ethics surrounding care that people with ID require and have been discussed in 
this section. 
5.5.1 Stigma, discrimination and isolation 
In most African studies on disability, stigma and isolation emanate from the belief that being 
disabled is a sign of having been punished by God or of a misfortune in the family (Njenga, 
2009; Berghs, Dos & Zingale, 2011; Gona et al., 2011; Aldersey et al., 2012). Gona et al. (2011) 
observes that in the Coastal region of Kenya, the oppression of people with ID and their families 
was perpetuated by cultural beliefs and practices. A number of examples of stigma, 
discrimination and isolation arose in this study. Community members were reported to hold the 
view that ID was a family misfortune or caused by witchcraft or a curse. This led to stigmatising 
attitudes such as being laughed at, verbal abuse, pity, and people keeping their distance in public 
spaces, staring, or crying at seeing a person with disability. Caregivers noted how reactions of 
pity or awe were an expressed of rejection by society. Such responses revealed a negative 
conceptualisation of ID which was felt to discriminate and sustain inequality among people with 
ID and their families.  
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Stigma around disability has also been seen to cause exclusion of families, caregivers and 
disabled members in society (Gona et al., 2011; Zuurmond et al., 2016). In Nyahururu and 
Kinamba, caregivers were blamed by extended family members for having disabled children and 
were left to provide the care needs alone. In a culture where being part of the larger society gives 
a sense of belonging, caregivers felt excluded and had low self-esteem. As parents, they bore the 
blame of having caused the disability which led to even close relatives distancing themselves 
from families.  
5.5.2 Intersections in intellectual disability 
Intersections of age, gender, culture and tradition had an impact on individuals with ID. Rites of 
passage such as circumcision marked a change of status and transition into adulthood for young 
men. Societal expectations required young men to assume autonomy and independence in 
thinking, organising themselves and carrying out duties after changing their status to young 
adults. A number of factors surrounded the issue of intersectionality and individuals with ID. 
First was the belief that the individuals with ID would continue to require support, including 
living in the same family house. This was believed to be a taboo once initiated into adulthood 
and caused conflict in some families. Secondly, there was a dilemma regarding how to provide 
support and cultivate independence for the member while living outside the house contrary to 
societal norms after status change into adulthood. Thirdly, failing to go through the rite of 
passage would be reason to be stigmatised and discriminated, which would have psychological 
effects on the person with ID as they would continue to be viewed and regarded by peers and 
society as a ‘child’, even in adulthood. Under such circumstances, the individual would suffer 
double discrimination and exclusion, both within the family and in society. Age and gender 
therefore were important intersectional discourses to have in mind while dealing with matters of 
individuals with ID in Kenya. The reality of how cultural practices affect the lives of people with 
ID opens a conversation that needs to be addressed culturally since culture does provide identity 
to people.  Caregivers sought to be helped with finding appropriate interventions to the culturally 
imposed dilemmas. 
5.5.3 Ubuntu- A valued cultural ethic 
One notable cultural strength that families symbolized was the African ethics of Ubuntu. Ubuntu 
is a cultural traditional ethic upholding the belief that humanity is interconnected and 
interdependent (Broodryk, 2007). It is observed in cultural practices characterised by being 
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welcoming, hospitable, generous, warm and willing to share in happy and difficult moments of 
life (Phillips, 2007). Such practices were symbolized in this study, such as the communal sharing 
of resources which helped families in dire economic constraints. Caregivers lauded such 
initiatives which cultivated a sense of belonging, especially as they were not being specifically 
targeted for having a member with disability, which had the connotation of being different.  
Elsewhere in Mailoinya, community supports could be seen in the way people with ID got 
involved in communal activities.  This portrayed the acceptance of people with ID, contradicting 
notions of a disabled identity. Through community supports, the level of autonomy and 
independence for individuals with ID increased. This shows that a community with positive 
regard for people with ID can facilitate a positive self-esteem and increase self-representation.  
In a sense, a community that upholds a consciousness of the rights of people with ID acts 
spontaneously in providing supports, which also increases people with ID’s safety (WHO, 2001). 
This is cultivated by an attitude of concern for the welfare of people with ID as evidenced by 
supports. Community supports can increase the sense of belonging and social integration by way 
of having friends and participation of individuals with ID. In the Kenyan setting, where systems 
of ID supports are less developed, communities could use their strength of cultural traditions 
such as ubuntu to create a sense of belonging in people with ID.  
5.5.4 Conceptualisations around ethics of care 
Ethics of care regards relationships and interdependence as being at the core of human 
relationships. An ethics of care that views services for people with ID not as a burden of care but 
as a necessary responsibility to improve the lives of a population that matters has been advocated 
for (Carlson & Kittay, 2009). In this study, it was evident that families viewed their disabled 
members different from the way community members viewed disability. People with ID 
expressed close bonds with family members who they viewed as important anchors for support 
and relationships. Prejudice about disability seemed not to be an issue affecting family members 
as much as it did community members. The finding is consistent with a Tanzanian study where 
families were also seen to be more accepting of their disabled members (McNally & Mannan, 
2013). Family members were more accepting of family members with ID which possibly came 
from having an experience that taught them a different reality to traditional beliefs and culture 
that informed other societal members otherwise about ID. 
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In one of the FGDs, one caregiver expressed that having an impairment mirrored the human 
condition of being vulnerable and being limited during one’s life course, which was not an 
isolated experience of people with ID but for everyone. Attributing impairment and vulnerability 
only to disabled members served only to perpetuate oppressive and discriminative practices. The 
psychoanalysis belying this perception has been discussed by Watermeyer (2000) who argues it 
as a subconscious response to the need for human beings to feel in control of their lives and the 
fear of uncertainty. Disability is thought to awaken the subconscious reaction to realities that 
people don’t want to face such as weakness, vulnerability or death.  These reactions have 
contributed to the negative perceptions of disability which has been seen as a vulnerability over 
time. In a bid to flee the reality of weakness and vulnerability that human beings experience from 
time to time, bodily limitations (often perceived as “disability”) provokes this reality in those 
who do not have impairments. In a bid to create an illusion that weakness and vulnerability can 
be avoided, having a body without an impairment is ‘idealised’ while disability is shunned and 
viewed as a ‘bad difference’ (Barnes, 2014).  
Stigma, discrimination, inequality and violence follow from this perception as was seen in this 
study where people with ID were devalued by community members through experiences such as 
exploitation at work or being given odd jobs to do. The same perception seemed to be the 
influence behind a lack of social networks for individuals with ID, most of whom did not have 
friends as well as leisure activities to participate in. 
It seems that the acceptance of caregivers of the conditions of vulnerability for the disabled 
family members could be attributed to ethics of care embedded in cultural beliefs and practices 
of ubuntu. It could also be attributed to the situation of poverty that made people internalise 
humility, appreciating what is received with gratitude and not as a right. It was the observation of 
caregivers that in caring, people with ID contributed towards building up cohesive societies in an 
indirect way. This observation has been reiterated by Carlson and Kittay (2009). The caregivers 
observed that they had transformational experiences in actions such as gratitude they received 
from their disabled members. Love and trust brought the best out of the people with ID, which 
they felt shaped the way they related with others in an intentional way. Ethical care was therefore 
perceived as important work which helped the individuals with ID have stability as well as built 
wholeness in the community. Caregivers, however, remained conscious of the fact that there 
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were limitations experienced by their disabled members that required specific supports to 
improve their quality of life.  
According to Kittay (2006), care is a form of justice. Recognising that anyone could have an 
impairment any time, affording care in a respectful and dignified way was therefore seen as 
important. People with ID felt that care and support provided them with dignity while caregivers 
felt that caregiving impacted positively on their wellbeing. Ethics of care promoted humane 
values, which had moral underpinnings that helped people relate with each other, respecting their 
dignity. Caregivers argued that caregiving offered them an opportunity to strengthen moral 
values of respect for other human beings and their dignity.  
For example, by caring they became caring persons. The difference it made was that caregivers 
learnt to be more open to differences in culture and ethnicity in their regions, which was 
mirrored in the relationships they had with the disabled family members. As such, while 
individuals with ID depended on the family for care and support, caregivers felt they profited 
from the relationships in return. This finding is also consistent with Lindemann’s (2009), 
regarding the capacity of care to uphold one’s humanness. Such perspectives have been seen to 
diminish the negative view of dependence (Kittay 2006; Gouws & Van Zyl, 2014). As such, the 
belief in the value of care strengthened caregiver’s capacity to be resilient. The values created by 
mutual relationships were viewed positively as they shaped their conscience, helping them to 
regard other members of society with respect irrespective of class, ability, ethnicity or what they 





6 CHAPTER 6: RECOMMENDATIONS 
6.1 Introduction 
In this chapter, I will be presenting the recommendations for supports as expressed by caregivers 
and individuals with ID informed by the FQOL themes that emerged from the study. The main 
themes discussed in this chapter are disability-related supports and caregiver to caregiver 
support. Narratives around ID need to come into the limelight to inform cultural beliefs and 
general practices to support people with ID and their families, in order to bridge the gap of 
inequality that currently exists in Kenya.  
6.2 Disability-related supports 
Disability-related supports in this section are discussed as the systems and services that people 
with ID and their families require to enable their functioning and enhance their wellbeing. These 
include individualised supports for people with ID, information and disability services, policies 
and guidelines on family support services, legislation, welfare and resources for family support 
services, and respite care. 
6.2.1 Individualised supports for people with intellectual disability 
Supports and care are interrelated. Emphasising the need for supports in conceptual, practical 
and adaptive skills for people with ID in Kenya is essential if they are to find their place in 
society. Intellectual disability and supports need to be reconceptualised in Kenya if people with 
ID are to make any progress in individual or FQOL. An increased awareness of the construct of 
ID needs to be advocated for to inform professional practices and traditional beliefs in Kenya. 
Providing the community with different perspectives of people with ID, such as being able to 
live, work and integrate into society, would increase people with ID’s acceptance and make life 
easier for them. Changing perceptions of stakeholders from viewing people with ID from a 
deficit-based medical model that sees them as unable to learn and develop skills requires 
advocacy.  
Without the realisation of how individualised supports can improve cognitive, adaptive and 
practical limitations, notions that the family have to handle the issue of disability alone will 
remain. The desire of families and people with ID to belong to a community will be dashed as 
the invincible line continues to depict ID as ‘their’ (the family’s) problem rather than in the 
epistemological and ontological construction of ID in Kenya. Community attitudes and 
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traditional beliefs also require a reconceptualization of ID so that they can better provide 
supports and have an open predisposition to disability. Cultural beliefs about disability posed a 
systemic problem, as culture is passed on from generation to generation. As a powerful tool that 
shapes societal attitudes, there is a need to positively portray individuals with ID and welcome 
their difference as a form of diversity. Ubuntu and ethics of care offer positive perceptions 
towards notions of support and acknowledging that human beings are interdependent on each 
other. Such narratives promote a sense of belonging to people with ID and ease the burden of 
care for caregivers in fulfilling their roles without prejudice.    
6.2.2 Information regarding intellectual disability 
Information around ID was likely to reduce stigma and discrimination which would make it 
easier to have friends, develop a range of leisure activities, and work. The World Report on 
Disability (WHO, 2011) also makes recommendations to improve information on disability to 
reduce the disability experience. Some of the required interventions may not necessarily be 
within reach for the family and they also need to be addressed at different levels, such as policy 
guidelines. For example, information regarding disability services in Kenya is mainly 
coordinated from Nairobi, making it very difficult to receive information in the rural areas, such 
as this study’s context. Disability services in Kenya need to be decentralised to grassroots levels 
in order to reach families.  
6.2.3 Policy development for family support services for people with intellectual disability 
Policies and guidelines to ensure family support services for people with ID need to be put in 
place. The UNCRPD (2006) forms a good basis for development of such policies, as it 
incorporates an internationally agreed upon rights framework for people with disabilities. 
Additionally, some of the contextual factors have been highlighted in this study such as the 
influence of culture, with a specific emphasis on ubuntu, which could serve the interests of 
people with disability in a positive manner. Government policy on ID will inform well-
coordinated family support services to offer information and guidelines to families and service 
providers. This will ensure that information and services reach families in a timely manner and 
that majority of families receive useful information.  
Given the unequal attention that issues of ID receive, recommendations would be to have 
specific programmes that deal with particular issues of ID in government. One of the important 
area would be to look into education of people with ID, develop suitable curriculums and 
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appropriate teaching services. Another area would be to find ways of creating work opportunities 
for people with ID with provisions of necessary supports. This includes affirmative action in 
education, vocational training, legislation and policy development, with specific interventions for 
people with ID both within the community and nationally. Such measures would ensure that the 
educational and vocational challenges raised in this study are addressed together with other 
needs such as safety, work and the need for respite for families. It would also address the issue of 
scarcity and affordability of adaptive devices for people with multiple impairments to ease the 
burden of care for families with disabled members who need them. Advocating for this change 
will help society be more willing to support people with ID and not denigrate them for requiring 
support (McArthur, 2012).  
6.2.4 Legislation 
Legislation on ID needs to be developed and implemented where supports are recognised and 
facilitated. The Kenyan Disability Act (2003) provides for physical accommodations but does 
not take into cognisance accommodations required by people with ID such as individual 
supports. All manner of supports that would enhance integration and understanding of people 
with ID should also be implemented. The Kenyan Disability Act (2003), its revision (2015) and 
the draft policy should engender issues of ID in a way that would ensure sufficient services with 
proper funding for effective implementation.  
6.2.5 Welfare and Resources 
Similar to recommendations of the World Atlas ID report, putting specific ministries in place to 
address issues of ID in Kenya would ensure the needs are well-resourced, implemented, and 
monitored, and that progress is being made. This would also ensure that issues of people with ID 
don’t get overshadowed by other development matters.  
6.2.6 Respite care 
Respite care, as defined in the World Report on Disability (WHO, 2011), is a facility other than 
the usual place where the person with ID lives, that provides momentary relief to people with ID 
and caregivers. The need for respite care was expressed in this study due to prolonged caregiving 
and the related effects of foregoing income, mainly by mothers who were the sole caregivers. 
Respite was also perceived as a means to offer safety to people with ID. Further, respite would 
be an opportunity for people with ID to socialise as they often remained secluded in their homes. 
Some of the proposed services for such facilities included information centres for families, 
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individualised supports, therapy, education, skills and even employment agencies. The creation 
of such centres would further curb the fears families would have with exploitation in the 
community when targeted by people who solicit funds through people with disability. They 
would also increase levels of certainty for the futures of people with ID addressing the fears of 
families. 
6.3 Caregiver to caregiver support 
The need for supporting each other as caregivers was echoed in the FGD. Caregivers noted that 
they became more aware of their own support needs and those of their members with ID. Such 
forums were seen as essential supports for them because they were able to share knowledge and 
support each other. Solomon & Chung (2012) argue that caregivers require supports for a healthy 
work and family life balance. Supporting caregivers, offers opportunities for them to stay 
connected, informed and promotes emotional wellbeing. The need for family therapists who 
understand ID and its discourse is therefore recommended. In this way caregivers would be able 
to recognise actions they need to take, share circumstances that may be difficult for one to 
decipher alone and have emotional support. Having caregiver support groups was seen as a way 
of identifying common challenges in the families and finding ways of addressing them, thereby 




7 CHAPTER 7: CONCLUSION AND LIMITATIONS 
7.1 Conclusion 
FQOL for families that have individuals with ID is strongly characterised by family interaction, 
emotional wellbeing, parenting, physical and material conditions, disability-related supports, 
and, additionally for a setting similar to Kenya, community supports. Community supports, a 
new theme in this study, are concerned with relationships that enhance the integration of 
individuals with ID and their families. They bridge the gap identified by people with ID who, 
despite having support services, have still felt unintegrated into society. Community is also an 
important factor of support because culture has a big influence on the attitudes that direct societal 
values. Positive cultural constructions of disability will greatly impact the lives of people with ID 
and dictate most of the other interventions that could be put in place if there will be any success 
with FQOL in Kenya. Additionally, addressing poverty will require a further understanding of 
gender dynamics versus income levels of families and how these impacts outcomes in the lives 
of people with ID. Society needs a greater understanding of ID to change negative perceptions 
and to enhance integration. Government requires to implement affirmative action in legislation, 
education, employment, development of policies and provision of services for people with ID 
and their families.  
This study contributes to baseline information of FQOL of individuals with ID and their families 
in Laikipia County, a rural setting in Kenya. Further research is recommended to give 
perspectives from a Kenyan urban setting, since issues affecting families could be different 
across settings. In addition, gender disparity and how it impacts income in families of people 
with ID needs to be further researched. This will give a whole perspective to FQOL in Kenya to 
better inform national policies and support frameworks required to improve the FQOL of people 
with ID. The study can inform future research on FQOL for people with ID since some FQOL 
concepts derived from this study are similar to those experienced in other contexts. This study 
contributes further to the FQOL discussion through the additional concepts of community 
supports.  This is especially necessary with the increased threat to disenfranchisement of people 




FQOL and support needs in this study should be interpreted while keeping in mind that 
participants with ID who responded to this study were between 18 and 40 years of age and had 
mild ID. Caregivers who responded were between 32 and 70 years of age. Participants were all 
from rural settings in Laikipia County in Kenya. As such, people with ID and their families 
should not be regarded as a homogenous group in interpreting these findings.  
Given the limited time to conduct this study and the nature of the study which included people 
with ID, not all family members participated and therefore the full picture of FQOL is not 
comprehensive. Other family members may concur with what caregivers and individuals with ID 
said regarding the FQOL, but I acknowledge that these are subjective experiences which can 
only be defined by participants themselves. This can only be confirmed by conducting further 
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9.1 Appendix 1: Interview guide for parents/caregivers of people with intellectual 
disability 
 
Demographic information to be collected 
Age of participant: 
Gender: 
Address/ Residence: 
How many members are there in the family? 
What do you do? 
Who takes main responsibility of care of the person with intellectual disability? 
 
1. First interview question: According to you, what is a good life in the family?  
2. Second interview will be a semi structured interview conversation guide for 
parents/guardians of people with intellectual disability. Adapted from the Beach 
centre family quality of life conversation guide (Beach centre on disability, 2003). 
The goal of the second interview will be to understand the family quality of life by exploring 
whether family needs are met, family members enjoy their life together as a family and that they 
have the chance to do things that are important to them. This will serve as a platform from which 
support needs can be identified. Data from the interviews will be qualitative data. 
After discussion in each domain, the following probes will be asked. 
Please give an indication of either low, medium or high in the following 
a) How important is this to you? 
b) How satisfied are you with it?  
c) What priority for support would you give this area? 
Family interaction 
1. Tell me about the time you spend together as a family. 
2. What is the situation regarding talking openly with each other in the family? 
3. How are problems solved in the family? 
4. How do you go about supporting each other to accomplish goals in the family? 
5. How is love and care expressed by family members? 
6. How are difficulties handled in the family? 
7. What are happy moments like in the family? 
Parenting 
8. What is your experience in helping your children with school work and activities? 
9. How do you go about teaching your children how to get along with each other? 
10. What is your experience regarding teaching your children how to make good decisions? 
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11. How do you get to know other people in your children’s lives? 
12. What is your experience of having time to take care of the individual needs of every 
child? 
Physical/ Material wellbeing 
13. What is your experience of transportation? 
14. How do you go about taking care of your expenses? 
15. What is the situation regarding safety at home, at work or in the community? 
16. How do you go about receiving medical care when you need it? 
17. How do you go about receiving dental care when you need it? 
Emotional wellbeing 
18. How do you go about receiving support needed to relieve stress? 
19. What is your experience regarding receiving support from friends and others? 
20. Tell me about having time to pursue personal interests. 
21. What is the situation regarding receiving help from outside the family to take care of 
individual needs of family members? 
Disability-related supports 
22. What is the situation of support for your child to make progress at school or in the work 
place? 
23. What is the support situation for your child to make progress at home? 
24. How is support organized for your child to make friends? 












9.2 Appendix 2: Interview guide for people with intellectual disability 
 
Demographic information to be collected 
Age of participant: 
Gender: 
Address/ Residence: 
Who do you live with? 
What do you do? 
 
1. First interview question: According to you, what is a good life in the family? 
2. Second interview is a guide with questions for people with intellectual disability to 
talk about their view of quality of life in the family. Adapted from the Beach centre 
family quality of life conversation guide (Beach centre on disability, 2003). 
The goal of this interview will be to understand the family quality of life by exploring whether 
family needs are met, family members enjoy their life together as a family and that they have the 
chance to do things that are important to them. This will serve as a platform from which support 
needs can be identified. Data to be collected from the interviews will be qualitative data. 
After discussion in each domain, the following probes will be asked. 
Please give an indication of either 
 
           Low                 Medium                     High 
in the following 
a) How important is this to you? 
b) How satisfied are you with it?  
c) What level of support do you need in this area? 
Family interaction 
1. How do you spend time together with your family? 
2. How open are conversations with each other in the family? 
3. Give me some examples of how you solve problems in the family? 
4. How do you help each other to do the things that are important to you in the family?  
5. Tell me some of the ways that you show each other that you love and care for each other. 
6. Tell me how you handle difficult situations in the family?  
7. Can you think of some happy moments you have experienced in the family? What were 




Do you have a wife or husband or children? If yes, 
8. How do you help your children with school work and activities? 
9. How do you teach your children how to get along with each other? 
10. What do you teach your children so that they make good decisions? 
11. How do you know other people in your children’s lives? 
12. Tell me about the time you have, to take care of the needs of every child. 
Physical/ Material wellbeing 
13. What can you say about your experience of transportation? (For example, when using 
matatu or boda boda). 
14. How do you take care of your expenses? 
15. Do you feel safe at home, at work or in the community? Tell me more about it. 
16. How do you receive medical care when you need it? 
17. How do you receive dental care when you need it? 
Emotional wellbeing 
18. What kind of support do you receive when you are stressed? 
19. Tell me about the times you have received support from friends or other people? 
20. Could you share with me if you have time to do personal things that you like? 
21. What kind of help (if any) do you receive from outside the family to take care of the 
needs of each family member? 
Disability-related supports 
22. What support do you receive to make things better and easier for you at school or at 
work? 
23. What support do you receive to make things better and easier for you at home? 
24. What support do you have to make it easy for you to make friends? 









9.3 Appendix 3: Information letter and consent form for parents/guardians of people 
with intellectual disability 
Identifying support needs for people with intellectual disabilities and their families through 
a family quality of life survey in Kenya 
Dear participant, 
I wish to give you information about research I am conducting in Nyahururu. I am a student 
doing a research project at the University of Cape Town requiring me to write a thesis for the 
award of a Master’s degree in Disability Studies. This research aims to find out the family 
situation of people with intellectual disabilities so that we can identify the needs for support.  
The outcome of this study will contribute to my thesis and will later be used to inform people, 
organizations and institutions that work with people with intellectual disabilities on how to 
organize support for people with intellectual disability.  
We wish to invite your son/daughter with an intellectual disability to participate in the study. 
He/she will provide us with information based on his/her experience that can be used to improve 
the lives of people with intellectual disability. If you both agree on his/her participation, we shall 
plan three visits to your son/daughter. During the first visit we shall get to know each other and 
identify some of the needs he/she may require for the interview. I will be accompanied by 2 
people with intellectual disability who will be helping me collect and record information. We 
shall explain the study and show some pictures that will be used during the interview to him/her. 
We shall discuss any concerns there could be about the study and request permission to get 
involved in the study and to record the discussions. This will take about 30 minutes. 
During the second visit we shall ask a question about what your son/daughter considers to be a 
good life in the family. This will take 20 -30 minutes.  
In the third visit, we shall ask 25 questions about different topics of life in the family like 
relationships, physical, financial, emotional and disability-related matters. The questions will 
help him/her to think about the situation and how much he/she needs support in it. The answers 
he/she gives will be recorded and some notes will be taken. Your son’s/daughter’s name will not 
be written down and a letter will be used instead. The age, gender, if he/she works, where he/she 
lives and with whom will be written down. The discussion will last about 45 minutes.  
The recorded information and notes will be typed into a computer for analysis. Once we are 
through with analysis, I will delete the recorded information. The information collected will be 
used together with that of other people with intellectual disability to understand issues about a 
good life in the family and where support is needed. The results will be communicated after the 
analysis where your son/daughter will be invited to a meeting to hear about the outcome if they 
agree. You will be informed of the date and place well in advance. 
The study may benefit your son/ daughter as they may become more aware of their own needs 
and is also an opportunity for him/her to be listened to. We shall also share the results with 
people and institutions who follow issues of people with intellectual disability to increase the 
knowledge on support systems required by people with intellectual disability and their families. 
In case your son/daughter experiences emotional difficulty because of sharing, she will be 
referred for counselling services at St Martin offices. 
There is no known risk in participating in this study. Feel free to decide whether to allow your 
son/daughter to participate in this study or not. There are no consequences for not participating. 
Your son/daughter is also free to decide whether to participate or not without any consequences. 
Should there arise disagreement between yourself and your daughter/son about participating, we 
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shall discuss the matter together to come to an agreeable solution. Your son/daughter will be able 
to decide not to answer any question or to stop participating at any time without consequences as 
well.  
If you are uncomfortable about anything arising from the research, you can contact Rachael 
Wanjagua on her telephone number 0721288220 or email at racquelle06@yahoo.com 
If you have any questions or concerns about your rights or welfare in taking part in this research, 
you can also contact the Human Research Ethics Committee in the Faculty of Health Sciences at 
the University of Cape Town on 021 406 6338.  
Thank you for your time and participation 
Signed: _________________________________ 
Rachael Wanjagua 
Disability Studies Programme,  
Faculty of Health and Rehabilitation Sciences, 




Prof Marc Blockman 
Human Research Ethics Committee  
University of Cape Town 
Marc.blockman@uct.ac.za 
Tel: 021 406 6338 
 
Consent Form 
I understand that: 
• All information in my son/daughter’s interview will be not be shared with anyone 
• No reports will have his/her name 
• My son/daughter can stop at any time  
• My son/daughter doesn’t have to answer questions that he/she doesn’t want to 
• My son/daughter will not be paid or given gifts for participating in the study 
• I can contact Rachael or the Human Research Ethics Committee if I am worried about something                                        
Do you wish to be called for the feedback session? YES                                    NO    
I give permission for my son/daughter to be involved in this research  
Parents/Guardians name: ______________________ 
Signed: ___________________________Date: ___________________ Place: _____________________ 
Researcher name: __________________________ 
Signed: _________________________ Date: ______________________ Place: ____________________ 
122 
 
9.4 Appendix 4: Information letter and consent form for parent/ caregiver participants 
 
Identifying support needs for people with intellectual disabilities and their families through 
a family quality of life survey in Kenya 
Participant Number: ____ 
Dear participant, 
I wish to invite you to participate in a research I am conducting. I am a student at the University 
of Cape Town and I’m doing a research for a thesis towards a Masters degree in Disability 
Studies. This research aims to find out the situation of families of people with intellectual 
disabilities and the issues they find important for them to have a good life. I hope to understand 
where they need support for a good family life.  
The outcome of this study will be used to inform people and institutions that work with people 
with intellectual disabilities on how to organize support for people with intellectual disability.  
Your information as a parent/caregiver will be useful since you have knowledge about what you 
think can help to improve the lives of families with people who have intellectual disability.  
If you agree to participate, we shall make two visits to you to ask some questions. During the 
visit, we shall introduce ourselves (myself and a parent of an intellectually disabled person who 
is assisting me to ask questions) and explain the study in detail. We shall request your permission 
to ask you the questions which you should decide about freely. There are no consequences if you 
do not wish to be involved in the research. 
The first interview will be a discussion about things that are important to you as a family with an 
intellectually disabled person. It will take about 30 minutes.  On another day, we shall discuss 25 
questions about aspects of relationships in the family, parenting, physical, financial, emotional 
and disability-related matters. This will last about 45 minutes.  
You can stop participating in the research any time. You are also allowed not to share about 
questions you don’t feel free to discuss.  
We shall record and write down your responses in the discussions with your permission.  
We shall not write your name on any research forms to give you privacy. We shall write down 
your age, gender, where you live, who you live with and address. Your responses together with 
that of other participants will help us to better understand the situation and support needs of 
families which have people with intellectual disability. The information gained from discussion 
will be entered into a computer and analyzed with other results. While details like age, gender, 
number of households will be included while writing up the thesis, your name will not be 
revealed. The recordings will be deleted after entering the information in the computer.  
You will be given feedback about the outcome of the study together with other participants if 
you agree. You will be informed about the date and place well in advance.  
The study may benefit you as you may become more aware of your own needs as well as offer 
an opportunity for you to be listened to. In case you experience emotional difficulty because of 
sharing, you will be referred for counselling services at St Martin offices. 
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The results of this study will be shared with institutions that follow issues of people with 
intellectual disability to inform them of appropriate support systems recommended for families 
of people with intellectual disability. 
There is no known risk for participating in this study.  
If you are uncomfortable about anything arising from the research, you can contact Rachael 
Wanjagua on her telephone number 0721288220 or email at racquelle06@yahoo.com 
If you have any questions or concerns about your rights or welfare in taking part in this research, 
you can also contact the Human Research Ethics Committee in the Faculty of Health Sciences at 
the University of Cape Town on 021 406 6338.  




Disability Studies Programme,  
Faculty of Health Sciences and Rehabilitation Sciences, 




Prof Marc Blockman 
Human Research Ethics Committee  
University of Cape Town 
Marc.blockman@uct.ac.za 
Tel: 021 406 6338 
 
Consent Form 
I understand that: 
• All information in the interview will not be shared with anyone  
• The research forms/reports will not have my name 
• I can stop at any time  
• I don’t have to answer questions that I don’t want to 
• I will not be paid or given gifts for participating in the study 
• I can contact Rachael or the Human Research Ethics Committee if I am worried about something  
May I record this interview?  YES                                                NO   
 
Do you wish to be called for the feedback session?  YES                                         NO    
Participant name: ______________________ 
Signed: __________________________Date: ___________________ Place: ______________________ 
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Researcher name: __________________________ 
Signed: _________________________ Date: ______________________ Place: ____________________ 
Witness: ______________________________ 





9.5 Appendix 5: Information letter and consent form for people with intellectual 
disability 
 
Identifying support needs for people with intellectual disabilities and their families through 
a family quality of life survey in Kenya 
Participant Number: _____ 
Dear participant, 
I wish to invite you to participate in a research project I am conducting. I am a student at the 
University of Cape Town doing a research project to write a thesis for a Masters in Disability 
Studies. 
The goal of the research is to find out the situation of people with intellectual disabilities and 
their families in order to identify their support needs.   
Your experience and insight as a person with intellectual disability will help us to understand 
where and how support should be organized. 
• If you agree to participate, we shall make three visits to you. During the first visit we 
shall get to know each other. I will be accompanied by 2 people with intellectual 
disability who are helping me to ask you questions and record the discussion. We shall 
explain the study to you and show you some pictures that you will use during the 
interview.  
• We shall ask you for permission to participate in the research as well as from your parent 
or caregiver. We shall also request permission from you to record the interviews and 
write down the information we collect. This will take about 30 minutes. 
• Feel free to respond the way you like. For example, if you don’t want to be involved in 
the research you can refuse. You can also stop participating any time during the research 
without requiring to explain. If you feel you don’t want to answer some question, you can 
ask the person asking the questions to continue with other questions. 
• During the second visit we shall ask you one general question about what you think is a 
good life in the family. This may take 20-30 minutes.  
• On another day, we shall ask you 25 questions about relationships in the family, 
parenting, physical, financial, emotional and disability-related matters. The questions are 
to guide you to think about the situation and how much support you need in it. We shall 
give you breaks as you require as we ask the questions. Feel free to indicate or speak 
about any discomfort during the session. The questions will last about 45 minutes. 
• We shall record and write some notes when we ask you questions if you give us 
permission.  
• Your name will not be written in any form so that other people may not know that you 
are the one who gave us the information.  
• We shall write down your age, gender, where you live, with whom you live and what you 
do.  
• The information you give us together with that of other participants will be typed into a 
computer and after we analyze it, I will delete the recording and tear up the notes.  
• The information will be analyzed to help us understand the support need for people with 
intellectual disability.  
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• This research may help you because: 1) you may become more aware of your own needs. 
2). You may feel good that someone is listening to you. 
• The results of the research will be used to inform people and institutions that work with 
people with intellectual disabilities on how to organize support for people with 
intellectual disability. 
• In case you experience emotional difficulty because of sharing, you will be referred for 
counselling services at St Martin offices. 
• You will be given feedback about the results together with other participants if you want. 
You will be informed about the date and place later.  
• There is no known risk to you for participating in this study.  
If you are uncomfortable about anything arising from the research, you can contact Rachael 
Wanjagua on her telephone number 0721288220 or email at racquelle06@yahoo.com or ask 
your guardian to contact her. 
If you have any questions or concerns about your rights or welfare in taking part in this research, 
you or your guardian can also contact the Human Research Ethics Committee in the Faculty of 
Health Sciences at the University of Cape Town (see contacts below).  
Thank you for your time and participation 
Signed: _________________________________ 
Rachael Wanjagua 
Disability Studies Programme,  
Faculty of Health and Rehabilitation Sciences, 




Prof Marc Blockman 
Human Research Ethics Committee  
University of Cape Town 
Marc.blockman@uct.ac.za 
Tel: 021 406 6338 
 
Consent Form 
I understand that: 
• All information in the interview will not be shared with anyone 
• My name will not be written on any research forms/reports 
• I can stop at any time 
• I don’t have to answer questions that I don’t want to 
• I will not be paid or given gifts for participating in the study 
• I can contact Rachael or the Human Research Ethics Committee if I am worried about something  




Do you wish to be called for the feedback session?  YES                                              NO  
Participant name: ______________________ 
Signed: __________________________ Date: ___________________ Place: ______________________ 
Researcher name: __________________________ 
Signed: _________________________ Date: ______________________ Place: ____________________ 
Witness: __________________________________ 











9.7 Appendix 7: Research permit NACOSTI 
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9.8 Appendix 8: Confidentiality binding form 
 
CONFIDENTIALITY BINDING FORM 
 
I………………………………………………………………. have been informed about the 
research on “Identifying support needs for people with intellectual disabilities and their 
families through a family quality of life survey in Kenya” and are willingly participating in 
the discussion towards this research. 
I understand that there will be other members who will participate in the discussion as 
researchers, parents or caregivers of people with intellectual disability and people with 
intellectual disability. These people will be introduced to me by Rachael Wanjagua who is 
conducting this research for her Masters degree. 
I will keep all information that comes to my knowledge within the discussion confidential and 
will not share or disclose it to anyone after the group discussion.  
I will respect the opinions of other members during and after the group discussion. 
I have been informed that the information received during the discussion will be kept anonymous 
and will only be used for purposes of this research.  
I do not expect any payment or gifts for participating in the research. 
I will only share the things that I feel free to disclose in the discussion. 
I am aware that the discussion will be recorded and later deleted when information from the 
discussion has been retrieved. 
I can contact Rachael or the Human Research Ethics Committee if I am worried about something  
 
Participant name: ______________________ 
 
Signed:____________________ Date:___________________ Place: ______________________ 
 
Researcher name: __________________________ 
 













9.10 Appendix 10: Sub-county director of education authorisation 
